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Introduction 
The impact of chronic diseases on people’s lives is a growing area of research in medi-
cine. Patterns of morbidity have changed over the last half century, with more and 
more patients suffering from chronic diseases. Now that people are living longer, 
chronic diseases such as cancer, heart disease, stroke, arthritis, mental illness, diabetes 
mellitus and asthma have become predominant. This contrasts with the situation of 50 
to 100 years ago, when infections and other acute pathologies were the focus of 
health care. Chronic diseases require a different approach to care on the part of the 
medical staff, as well as better informed patients and greater involvement of patients 
in decisions that affect them. Psychological and emotional consequences can be major 
factors in chronic illness, and require different approaches to care than those tradi-
tionally offered.1,2 Accordingly, the organization and content of care for chronically ill 
people has changed considerably over the last three decades.3,4 This is illustrated by 
the division of tasks between care providers with different types of expertise (e.g. 
delegation of care to specialized practice nurses),3,5 the development of new diagnos-
tic and therapeutic options (e.g. in case of diabetes blood tests, medication), new de-
velopments in medical technology, therapeutic guidelines and procedures (e.g. life-
style changes and self-care, treatment targets) which are to a high degree evidence-
based.6  
At the same time, views as to what health and health care is about are changing. For 
example, according to an increasing number of authors, the WHO definition of health 
as ‘a state of complete physical, mental and social well-being’ is no longer fit for pur-
pose, because of the rise of chronic disease. Most criticism of this definition relates to 
the absoluteness of the word ‘complete’ in relation to wellbeing, as it contributes to 
the medicalization of society and would leave most of us unhealthy most of the time. 
Plans are being made for a more dynamic definition, in which adaption and self-
management take a far more central role.7  
The gradual shift from the treatment of acute illnesses to the treatment of more 
chronic diseases has led to another balance between ‘cure’ and ‘care’, with growing 
emphasis on self-management.3 Regardless of the changes in care, people with a 
chronic disease like diabetes mellitus (referred to below as diabetes) experience diffi-
culties in maintaining self-management, despite easy access to and high utilization of 
health care.3,8 Such problems with relevant self-management behaviors particularly 
concern physical activity and diet.3,9,10 And lifestyle changes might also be complicated 
by the influence of the social context (e.g. family, work, community support).3,11 Opti-
mizing diabetes care is also a challenge to professional health care providers, for in-
stance because diabetes treatment involves specific difficulties such as fluctuations in 
glycaemic control and its complex and dynamic medical treatment. Additionally, cor-
rect self-management often relies mainly on lifestyle change, which is mostly beyond 
the control of the care provider.3,12   
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Diabetes control by professionals does not always match the experiences of their pa-
tients, and there is a need for effective ways to support people with diabetes. There is 
increasing recognition of the importance of patient experiences and expertise regard-
ing ways of effectively dealing with chronic illness in daily life3,4 and, as a consequence, 
ways of promoting, maintaining and regaining social integration and participation in 
society.13 
Developments in care 
The emerging interest in patient experiences and expertise in medicine is stimulated 
by negative experiences with diabetes care. Until 1980, attention for and studies into 
the behavior of people with a chronic disease often focused on non-compliance/non-
adherence,8,12 which was also perceived as the main barrier to effective diabetes 
care.14,15 Many other barriers preventing people with chronic diseases from achieving 
the best possible health outcomes were also identified. Such barriers are to be found 
in the person of a patient (e.g. prolonged unhealthy lifestyle of people with a genetic 
predisposition), in their social environment (encouragement/discouragement of be-
haviors matching the diabetes regimen advice) as well as among health care providers 
(paternalism).3,6 Professionals tend to focus on biomedical parameters, like blood glu-
cose concentrations and complications, while patients primarily focus on their func-
tional/practical status and quality of life.6 These differences in focus affect the course 
and outcome of consultations. Patients weigh up the costs and benefits of following 
therapeutic recommendations, and perceive them within the contexts of their every-
day lives.7,16,17,18 Patient compliance has been questioned as being a too paternalistic 
concept, and there has been a shift towards using the more neutral term adherence, in 
order to reflect the greater weight of preferences and autonomy of patients in treat-
ment decisions. This includes using shared decision-making, patient perspective and 
autonomy as the guiding principles of care.19  
More attention has come to be given to activating and involving people with chronic 
diseases in their treatment, as this can stimulate chronically ill persons to take up their 
own responsibility in the health care process.20,21 As a consequence, greater attention 
has been devoted to promoting knowledge and skills among patients regarding the 
practical aspects of diagnostic and therapeutic processes. In the case of diabetes, this 
process has been sustained and facilitated by new developments in medical technol-
ogy, especially in the 1990s. The development of new (human) insulines and Self-
Measuring of Blood Glucose (SMBG) equipment has played an important role. These 
developments have encouraged professional care providers to aim for an ‘active ex-
pert patient’ model instead of a ‘passive non-expert patient’ model. This shift has also 
evoked criticisms of the traditional biomedical model and increased the emphasis on 
negotiation and a patient-centered model.6,7,22 
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The introduction of new methods in the 1990s opened up new pathways, such as pa-
tient empowerment and motivational interviewing, which recognize the patient as a 
potential partner in care.3 This may have stimulated practitioners to gain a better un-
derstanding of the point of view of the person with a chronic disease and their desire 
for autonomy in care and society. Although health care must focus on relief of com-
plaints and on preventing short- and long-term complications, improving the psycho-
logical and social functioning of patients has also been recognized by the WHO as an 
important aspect.23,24 Care providers are supposed to offer good care and treatment 
advice to support self-care and to empower their patients. Patients are expected to 
deal with their chronic diseases, adapt to life with a chronic disease and perform effec-
tive self–care, and to adhere to treatment in everyday life.25  
These developments have further broadened the scope of care for professional care 
providers and people with diabetes. With the addition of social functioning as a treat-
ment goal, integration of diabetes in daily life has explicitly become a crucial issue, and 
is leading to a new orientation on the position of care providers and people with 
chronic diseases. This development offers a unique chance to further profile and utilize 
patient experiences and expertise. This is in line with the notion of illness experience, 
which has become an integral part of the social environment of chronically ill people. 
The medical world increasingly recognizes that patients’ experiences and expertise are 
also relevant to the interventions by the care providers. Patients’ experiences and 
expertise (i.e. experiential expertise, a concept which will be further explained in chap-
ter 2 of this doctoral thesis) are expected to support people in effectively dealing with 
their chronic illness in everyday life and to promote, maintain or regain social integra-
tion and societal participation.3,2,25 The more care providers become attuned to the 
patient’s frame of reference, the more tailored the treatment can be, which can also 
have consequences for the effectiveness of treatment.6 Using experiential expertise 
could play an important role in this respect.  
There is indeed growing recognition of the importance of experiential expertise in 
medicine in the Netherlands, especially in mental health care (psychiatry), where expe-
riential expertise is well-known and often used. Boevink26 showed that participants of a 
unique project called ´Recovery, Empowerment and Experiential expertise’ (REE) re-
ported a decrease in complaints, particularly concerning the negative symptoms of 
psychoses and depressive complaints, as well as greater mental resilience, and the 
development of strategies to better cope with the problems of the disease in everyday 
life. According to Boevink,26 rehabilitation is what professional care providers do, and 
recovering is what patients do, and empowerment and experiential expertise play an 
important role in this. The cross-fertilization between the perspectives of the experien-
tial expert and the professional care provider might help to solve bottlenecks in health 
care. According to the Dutch Diabetes Association (Diabetesvereniging Nederland; 
DVN), the use of experiential expertise has proved to support many of its members in 
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effectively dealing with their chronic illness in everyday life and in promoting, main-
taining and regaining social integration and societal participation. 
There is, however, a lack of empirical data, and no methodology is as yet available for 
identifying, describing and validating experiential expertise. Accordingly, there is a 
need to develop and improve research methodology to identify and utilize this kind of 
expertise. The projects described in this doctoral thesis intended to contribute to 
meeting these needs. 
Aim and outline of the study 
Against the background of the developments described above, the present doctoral 
project focused on identifying, describing and validating ‘experiential expertise’ to 
support people with diabetes in coping effectively with their disorder in everyday life. 
The purpose of our project was twofold. The first aim was to identify and describe 
‘experiential expertise’, in terms of successful illness related (SIR) behaviors, or in this 
case successful diabetes-related (SDR) behaviors, relating to ‘driving’ and ‘work.’ The 
second aim was to have the resulting descriptions of driving- and work-related SDR 
behaviors validated by experiential experts (peers) and professional care providers in 
the field of diabetes and/or driving and/or work. The reasons for choosing diabetes 
mellitus as an example of a chronic disease included its high prevalence (8.3% world-
wide in 201127 and about 4.5% in the Netherlands in 200728), its impact on daily life 
and the fact that many professional care providers indicate that diabetes is harder to 
treat than other chronic conditions.3,6 
The following research questions were addressed 
1. How can experiential expertise be defined?  
2. What successful diabetes-related (SDR) behaviors, to promote safe driving and 
applying for and participating effectively in paid work, are reported by experien-
tial experts with diabetes mellitus who are treated with antidiabetic medicines 
with hypoglycemia as a side-effect? 
3. To what extent do peers (i.e. experiential experts) and professional care providers 
in the field of diabetes and/or driving and/or work agree with the reported SDR 
behaviors regarding driving and paid work? 
4. What are important methodological challenges for future research in this field? 
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Outline of this thesis 
Chapter 2 first discusses the concepts of ‘experiential expertise’ and ‘experiential ex-
pert’, and then addresses the theoretical and methodological aspects of the concept of 
‘experiential expertise’. In chapter 3 reports on a qualitative study to identify and de-
scribe SDR behaviors for safe driving from the perspective of experiential experts with 
diabetes. These SDR behaviors were validated by peers (experiential experts) in a sur-
vey. In connection to this, chapter 4 discusses a study among professional care provid-
ers in the field of diabetes and/or driving, with the aim of validating the SDR behaviors 
regarding driving. Chapter 5 presents the findings of a qualitative study to identify SDR 
behaviors related to applying for and participating effectively in paid work. The find-
ings of a study among experiential experts and professional care providers in the field 
of diabetes and/or work, with the aim of validating SDR behaviors relating to work, are 
described in chapter 6. Chapter 7 considers the methodological aspects of identifying, 
validating and utilizing experiential expertise. Finally, the findings reported in this the-
sis, strengths and weaknesses of the studies, recommendations for implementing the 
SDR behaviors regarding driving and work, and implications for further research are 
discussed in chapter 8. 
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CHAPTER 2 
Defining experiential expertise and 
experiential expert 
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Introduction 
Western medical and health care practice has traditionally been conducted in an at-
mosphere of benevolent paternalism in which patients adopted a largely passive role. 
In the more open situation of contemporary medicine, however, this benevolent pa-
ternalism is no longer acceptable. Many patients are well-informed about the nature 
and treatment options of their illness, and should be given an opportunity to partici-
pate more fully in its management. An informed collaborative alliance between patient 
and practitioner would appear to be an ideal goal.1,2,3 Many new initiatives have been 
taken in health care, in the continuing effort to improve medical treatment. An exam-
ple is the introduction of the ‘Expert Patient Program’ in the UK, a new approach to 
chronic disease management in the 21st century, which is intended to improve health 
care for both patients and care providers and increase the effectiveness of care and 
hence the level of satisfaction for everyone.1,4,5  
Nevertheless, patients are still often regarded as more or less passive recipients, rather 
than as active contributors.1,4,6 The assumption of many practitioners that the under-
standing of the mechanisms of a disease somehow automatically informs about the 
best way to manage it, fails to take account of the heuristic element in illness. This 
assumption ignores the subjective experience that informs patients’ conviction that 
they are ill and the meaning this has for the patients, including what ‘benefit’, ‘recov-
ery’ or ‘healing’ might mean to them.1,5 According to Badcott,1 this omission is intensi-
fied by a lack of clearness and consistency in distinguishing between the terms disease 
and illness. The question of ‘how chronic disease relates to the suffering of illness’ is 
often not addressed. Additionally, some practitioners will have difficulty in revising 
their long- accustomed positions. Nevertheless, there seems little doubt that a patient 
who is informed by personal experience, having a high sense of responsibility and 
commitment, would benefit from a less dependent, concordant partnership with their 
care providers. And presumably, the benefits could be two-sided.  
The origin of experiential expertise and experiential experts 
For chronically ill people, their chronic disease or disorder as such does not always 
determine the same disease-related experiences and meaning in their everyday life. 
Interpretation of disease-related experiences and other factors related to the individ-
ual, such as their profession and coping behavior, also play an important role in the 
subjective experience of the seriousness of the disease and its consequences for eve-
ryday life. For chronically ill people, the experience of disease can gradually produce 
certain knowledge, insights and skills relating to the disease, including ways of living 
with it, ways to cope with restrictions and ways to overcome various social obstacles.  
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In this context, experiential expertise refers to the experiences someone has person-
ally lived through, in the course of which they have learned from this personal experi-
ence.7,8 Thus, members of patient associations (like the Dutch Diabetes Association 
(Diabetesvereniging Nederland; DVN, established in 1945), have empowered each 
other to take their own responsibility in everyday life, and have acquired and ex-
changed experiences of living with a chronic condition. This empowerment by peers 
existed long before patient empowerment by care providers started. Peer empower-
ment mainly took place during informal meetings of peers, often organized around 
medical themes. They involved the exchange of experiences of coping with the conse-
quences of the chronic condition in everyday life and efforts to make the obstruc-
tions they experience visible, so that these become easier to handle and perhaps can 
be solved. Peer empowerment has mainly dealt with supplements, and sometimes 
corrections to the therapeutic advice given by care providers, to ensure that the rec-
ommendations given matched the social roles patients have to fulfill in everyday life. 
This meant the start of the development of experiential expertise and efforts to put it 
into action, even before the term was used in this sense.9,10 
These exchanges of experiences mostly remain beyond the scope of the health care 
providers, and the latter sometimes even assume them to be an obstacle to adher-
ence.11,12 Hence, professional care providers may regard experience-based knowledge 
among patients as inferior knowledge, contrasting with the comprehensive and objec-
tive knowledge of professional experts.13 In contrast, patient associations regard expe-
riential expertise as valuable knowledge which can greatly help improve the way pa-
tients live with their disorder. After all, a patient knows better than anyone else how it 
feels to live with their chronic disease and what it means to go through its treatment. 
Patient associations therefore see the transfer of experiential expertise as one of their 
core functions, and they claim that this expertise is essential for chronically ill people, 
enabling them to fully take part in social life.14 Hence, according to Badcott,1 patients 
should at the very least have an opportunity to participate more fully in decisions 
about the treatment of their chronic illness, and the notion of the ‘expert patient’ rec-
ognizes this opportunity. Integrated experiential expertise should be used to support 
people with chronic illnesses like diabetes in their efforts to become autonomous in 
everyday life. Experiential expertise is supposed to help bridge the gap between the 
everyday lives of persons with a chronic illness and the medical system of professional 
care providers. 
The concepts 
The first publications on ‘experiential expertise’ and ‘experiential experts’ date from 
1976,15 however, the literature on these concepts is limited and shows that insufficient 
attention has been paid to these concepts. Experiential expertise is generally pre-
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sented as a broadly defined term, which is used to underline the importance of active 
participation by patients in health care.1,4,5 In addition, other terms are used whose 
meaning seem to overlap with the terms ‘experiential expertise’ and ‘experiential ex-
pert,’ viz. ‘lay expertise,’ ‘lay knowledge’, ‘experiential knowledge’ and ‘the expert 
patient’.1,4,5,9,10,13-17, These terms, mainly used by professional care providers, appear to 
refer to medical and technical knowledge and skills of individual patients. When these 
terms are used in the literature, they mainly refer to self-monitoring and self-
regulation, contacts with fellow patients, social support and education.5 
Experiential expertise 
The term experiential expertise more specifically refers to a body of knowledge and 
skills that transcends the boundaries of individual experiences.9,10,13,14,17 Initially, this 
kind of knowledge is patient-specific and consists of the lived experiences regarding 
patients’ bodies and illnesses with reference to cure and care and to social participa-
tion. It is developed, tested and adapted continuously in everyday life. The first step 
toward transferrable experiential expertise involves identifying and describing pa-
tients’ specific knowledge (which is often implicit) regarding individual experiences of 
their body and illness, as well as cure and care and social participation. The second 
step involves converting these experiences into practical insights that enable other 
patients to cope with their individual illness and disability in everyday life.9,12,13,15,16 
When these experiences are shared and tested by peers, the common body of knowl-
edge goes beyond the boundaries of individual experiences and becomes more gener-
ally applicable experiential expertise.10,18,19 An important aim of using experiential ex-
pertise is to help people with a chronic disease to preserve, recover or increase their 
social integration and participation in society.9,10,13,14,17 Experiential expertise can also 
contribute to a different relationship with health care providers.4,10,20-22  The active 
process of reinforcing the position of someone who lives with a chronic disease in so-
ciety is frequently called ‘empowerment’.3 This term is increasingly used by health care 
professionals and refers to their ambition to give patients greater responsibility in con-
sultations, which is assumed to contribute to better medical outcomes. These views 
also seem to underlie the so-called ‘Expert Patient Program’ introduced by the NHS in 
the United Kingdom.4,23 
Experiential expert 
Although the literature offers no clear definition of the concept of ‘experiential ex-
pert’, it does offer some leads for a definition. An experiential expert has been de-
scribed as someone who is able to broaden individual experiences into a common, 
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more general level, and  moreover to transfer these collected experiences to third 
parties.10,14,18,19 Another description defines an experiential expert as someone with a 
certain level of experience concerning a chronic disease, who has come to terms with 
this experience to a reasonable degree, and who, through exchanging experiences with 
others, has gained such sufficient insight into the practical aspects of living with the 
disorder to be able to give advice to fellow patients.13,18,19,24 According to the litera-
ture,9,10,14 an experiential expert with diabetes is someone who 
• is able to deal with problems associated with the disorder and has personally lived 
through them; 
• copes with the disorder to a reasonable degree and knows how to manage the 
disorder in everyday life;  
• has become familiar with the experiences and backgrounds of fellow patients by 
exchanging and testing experiential knowledge with them;  
• has developed his/her own vision about possibilities and restrictions in everyday 
life based on their own experiences and those of others; 
• uses his/her own experiential expertise to benefit themselves and peers;  
• supports other people with diabetes in the context of the relevant patient 
association, and who undertakes action for the benefit of fellow patients to help 
them successfully manage the disorder in everyday life and minimize everyday 
restrictions.  
The most important quality experiential experts need is that they are able to manage 
their disease effectively, which ‘concerns managing the disease at a medical and tech-
nical level’ as well as ‘managing the consequences of the disease at a psychosocial 
level’ in everyday life. These two aspects influence each other.  
In sum, experiential experts are people who can manage their own illness and disease 
by using their relevant experiential expertise to maintain their health and cope with 
their illness.9,10,13,14,24,25,26 An experiential expert should be better able to assess and 
process new situations and give the disease a place in everyday life than someone who 
lacks this expertise. This should facilitate the interactions with patients as well as their 
social functioning (self-management and social integration).27,28 Further insights into 
the exact meaning of the concept of ‘experiential expertise’ require framing the solu-
tions that experiential experts have found to help them live with their chronic disease 
every day.29 
Life domains and successful diabetes-related behaviors 
Experiential expertise relates to several life domains, especially in terms of restrictions 
experienced, and is spread across several life domains, viz. self-management (self-
monitoring and self-regulation); family / community life; paid or voluntary work / 
school; mobility (i.e. cycle, driving); social networks (friends, acquaintances and clubs); 
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public places (city halls, restaurants); and health services (care providers and health 
care organizations).10 
 
Experiential expertise
Experiential expertise is the whole of transferrable expertise (knowledge, competency and skills), 
related to everyday interaction with the disorder and its consequences for everyday life. 
Self-monitoring Self-regulation
Managing the chronic disease as a:
• physical-biological entity
• psychosocial entity
CORE DOMAIN OF EXPERIENTIAL EXPERTISE
SELF-MANAGEMENT
Guided by cognitions, emotions and bodily sensations
Experiential expert
An experiential expert is fully aware of the core domain and the interactions within it, as well as 
the relation between the core domain and the other life domains. An experiential expert 
manages these effectively, anticipates and fulfils the public relations role when he/she believes 
this is appropriate.
Result
Based on their own perspective and those of others, an experiential expert can successfully:
▪ deal with and/or solve possible restrictions associated with the disorder and its consequences 
for everyday life;
▪ take control (or remain in control) of living with the disorder;
▪ achieve social integration, social participation and maximized quality of life
Distinguishable life domains
▪ Family/community life
▪ Driving/ driving licenses
▪ Paid or voluntary work / school
▪ Social networks 
(Friendships/acquaintances/clubs)
▪ Public places (city halls, restaurants)
▪ Public health services (care providers, health care organizations)  
 
Figure 2.1 Framework of experiential expertise. 
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The first domain, which is also the core domain of experiential expertise, is self-
management, involving self-monitoring and self-regulation, guided by cognitive, emo-
tional and perceptive orientations. As presented in Figure 2.1, it concerns dealing with 
the disorder as a physical-biological entity and the associated psychosocial identity in 
terms of the various other life domains that can be distinguished. This core domain 
occupies a key position, as it affects all other domains. In the case of diabetes, it mainly 
concerns the risk of hypoglycemia and hyperglycemia and determining, anticipating 
and influencing blood glucose concentrations. Knowledge about the disorder and the 
therapy forms the basis for effectively dealing with the disorder. 
The second domain, ´family / community life´ involves dealing with family members 
and peers and getting them to accept the disorder, as well as reactions from people in 
one’s social environment. This relates especially to a lack of understanding on the part 
of people in one’s immediate environment. Since these reactions result especially from 
ignorance about the disorder, it is important to explain to people over and over again 
what the condition implies.  
The third domain regards mobility and concerns among others private as well as pro-
fessional driving and driving licenses. People with diabetes who want to drive, or to 
drive professionally, e.g. drive a truck, a taxi or a bus, may experience problems in 
acquiring the necessary driving license due to their diabetes. This is related to the risk 
of hypoglycemia while driving, which may lead to traffic accidents and/or injuries to 
passengers. It is very important to be aware of the impact of hypoglycemia on driving 
and to be able to anticipate and react effectively, so as to reduce the risk of accidents.    
The fourth domain concerns paid or voluntary work and school. Patients may experi-
ence problems in their attempts to gain access to the labor market as well as to func-
tion well at work. Problems may include applicants being nervous when applying for a 
new job, or anxious about keeping their blood glucose concentrations under control to 
function properly at work. The aim here is to overcome any work-related obstacles 
that may occur. Thorough preparation is crucial for every job interview and this in-
cludes ensuring that one’s diabetes is under control. Staff and students at schools do 
not always possess the required knowledge and understanding of a chronic disease, so 
it is important to inform peers and teachers again and again of what the condition 
implies.  
The fifth domain is that of social networks, which concerns the social interactions with 
friends, acquaintances and clubs people belong to. People tend to spend a large part of 
their leisure time with friends and acquaintances and possibly in clubs (like sports or 
cooking clubs or music societies). Depending on the kind of activities and/or situations, 
they may have to take specific measures to deal with possible limitations associated 
with hypoglycemia and hyperglycemia.  
The sixth domain relates to public places like city halls, sports canteens, restaurants 
and community centers. Key issues involve dealing with one’s own identity due to the 
diabetes and communicating with public officials.  
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The final domain is that of health services, which particularly involves interacting effec-
tively with the appropriate health care providers as regards coping with the chronic 
disorder.  
Gaining deeper insight into the concept of experiential expertise in relation to the 
above mentioned life domains requires framing solutions that people have found to 
facilitate living with their chronic disease.29 Accordingly, we conducted studies to iden-
tify, describe and validate experiential expertise in terms of successful diabetes-related 
(SDR) behaviors. In addition, utilizing experiential expertise requires identifying and 
describing solutions that people have found to cope with restrictions they encounter in 
the various life domains. 
Methodology to harvest experiential expertise 
This thesis focuses on objectifying, systematizing and validating experiential expertise 
in terms of successful illness-related (SIR) behaviors, or in this case successful diabetes-
related (SDR) behaviors regarding the domains of ‘diabetes and driving’ and ‘diabetes 
and paid work’.  
We chose these two life domains because driving and work are of key to gain or regain 
social integration and societal participation.  
In our research projects, we made us of mixed methods, viz.: both qualitatieve and 
quantitative approaches. For the studies to identify and describe experiential exper-
tise, we used a qualitative approach which can be characterized as an inductive 
method in which the researcher looks at a situation by means of observational and/or 
specific interview techniques. This qualitative approach was useful since hardly any 
research on ‘experiential expertise’ has been conducted. The instrument we used in 
our qualitative studies was that of semi structured individual in-depth interviews 
and/or focus group interviews. In the qualitative part of our research project, we con-
centrated on the objectifying and interpretative approach. The aim of an objectifying 
approach is to gain insight into the phenomena associated with diabetes and driving 
and diabetes and work, while keeping one’s distance as an observer to allow objective 
observations and analyses of reality.30 The interpretative approach involves using the 
perspective of people with diabetes in terms of their thoughts, actions and experience, 
based on the meaning and reality that they construct as regards driving and work. The 
people involved were approached as subjects who interpret their own reality, which 
concerns their own world of experience. This approach is in line with the 'Verstehende 
Methode', which defines the behavior of interviewees on the basis of the meaning 
they give to their own situation in relation to their diabetes.30  
To recruit our intended study populations (experiential experts who are active in sup-
porting peers in living with diabetes), we selected the participants mainly from the 
membership files of the DVN.  
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We selected people with diabetes who are already active as so called experiential ex-
perts for DVN.  
The instrument we used to gather all relevant data was that of semi structured indi-
vidual in-depth interviews and/or focus group interviews. For these studies we used 
the grounded theory approach, which is a qualitative research method that uses a 
systematic set of procedures to develop an inductively derived theory about a phe-
nomenon that is grounded in reality.31 This theory uses concepts in which data are 
grouped and given conceptual labels, which means placing  interpretations on the 
data, and relating the concepts by means of statements of relationship.31 The pre-
dominant themes reflected in the interview transcripts were identified by means of an 
inductive strategy, using open and selective coding in an iterative process of identify-
ing, developing, and relating concepts. We continued our theoretical sampling, which 
implies that the researcher decides what data to collect next and where to find them, 
until the point of data saturation is reached. 31 To increase the internal validity and 
reliability of the studies, we made use of data saturation, researcher triangulation and 
member checking.32-34 Data saturation means when new data merely confirm the 
emergent concepts without actually adding new insights. Member checking is a proce-
dure in which feedback is sought from the study subjects. Research triangulation 
means using multiple researchers in the study who independently analyzed the data, 
and in case of disagreements, discussed the differences to reach consensus on the 
findings and interpretations.32-34 The qualitative studies35-36 have resulted in the identi-
fication and description of comprehensive sets of SDR behaviors that can support peo-
ple with diabetes regarding safe driving and in applying for and participating effectively 
in paid work. Both sets of behaviors include both general and specific behaviors, and in 
both sets, the anticipatory role on a physical-biological and a psychosocial level of 
people with diabetes are crucial.  
To validate the SDR behaviors, we used a quantitative approach and conducted a sur-
vey among experiential experts and professional care providers working in the field of 
diabetes and/or driving and/or work. We approached all experiential experts of DVN 
who are volunteers or employees of this association and active in supporting peers.  
We selected also a panel of professional care providers from various parts of the Neth-
erlands whose names were put forward by the professional association Dutch Diabetes 
Federation (Diabetes Federatie) and were working actively in the field of diabetes 
and/or work (doctors, specialized diabetes nurses, dieticians, and voca-
tional/reintegration experts).  
The instrument we used was a constructed web-based/email questionnaire to meas-
ure to what extent the participants agreed with each of the SDR behaviors identified in 
our previous studies. The questionnaire regarding the study ‘driving’, focused on the 
following aspects: (1) correctness of the content, (2) importance for people with diabe-
tes. In the study regarding ‘work’ the questionnaire focused on the aspects: (1) clairity 
of the wording, (2) correctness of the content, (3) relevance to people with diabetes 
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and (4) the feasibility of the behaviors in daily life. The participants were asked to rate 
each behavior on these aspects on a 3-point Likert scale (agree, neutral, disagree). 
Participants were requested to add relevant personal comments for each SDR behav-
ior. Percentages of ‘agree’ and ‘disagree’ scores were calculated separately for experi-
ential experts and professional care providers. In the study regarding ‘Driving’ we con-
sidered the behaviors to be validated by one of the two groups if the mean ‘agree’ 
score was higher than 70% for each aspect (1) and (2) of the above-mentioned four 
aspects. In the study regarding ‘work’ we considered the behaviors to be validated by 
one of the two groups, if the median ‘agree’ score was higher than 50% for each of the 
above-mentioned four aspects. Participants were requested to add relevant comments 
for each SDR behavior.  
In our situation in which there is no independent external gold standard of ‘experien-
tial expertise’, we considered our approach to be the most appropriate approach for 
external validation of the findings among experiential experts and professional care 
providers. The qualitative paradigm seeks to illuminate the reality perceived by others 
through the process of describing experiences of people. It makes clear that there are 
multiple realities and different interpretations of that reality, whereas quantitative 
research relies on objective measurements and analyses. We contend that both ap-
proaches are complementary, and necessary to the further process of finding and ex-
ploring experiential expertise. The ultimate goal is to develop validated instruments to 
measure experiential expertise and to expand this research to other chronic diseases. 
In order to bridge the gap between the professionals’ frame of reference and that of 
patients bBoth parties should be involved. 
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Abstract 
Background 
Hypoglycemia is a frequent phenomenon in people being treated for diabetes mellitus, which can acutely 
disrupt driving performance. For the benefit of personal and public traffic safety, we decided to identify 
successful diabetes-related (SDR) behaviors to support safe driving for people with diabetes, from the per-
spective of experiential experts with diabetes mellitus. Experiential experts are people who can manage 
their own illness and conditions by developing expertise relevant to maintaining health and countering 
illness, and who are able to use this expertise to the benefit of peers. ‘Experiential expertise’ refers to the 
body of knowledge and skills that exceeds the boundaries of their individual experiences. It is developed, 
tested and adapted continuously in daily life by the experiential experts themselves. This kind of knowledge 
is patient-specific and concerns the lived experiences of patients regarding their bodies and their illnesses 
with reference to cure and care. 
 
Objective 
The aim of our study was to objectify and systematize experiential expertise in terms of SDR behaviors, 
based on reports by experiential experts, to support safe driving for people with type 1 and type 2 diabetes 
mellitus. The emphasis is on preventing hypoglycemia as a short-term complication during driving. 
 
Methods 
We performed a mixed methods study involving (1) semi-structured in-depth interviews with 33 experiential 
experts with diabetes mellitus from the Dutch Diabetes Association (Diabetesvereniging Nederland; DVN), in 
order to identify SDR behaviors regarding safe driving and (2) a validation study by means of a survey among 
a panel of 98 experiential experts (peers) from the DVN, to determine the extent to which they agreed with 
the communicability, importance and feasibility of these behaviors for drivers with diabetes mellitus. 
 
Results 
We identified a comprehensive set of 11 SDR behaviors, differentiated into seven general and four specific 
behaviors, to support safe driving. The general behaviors concern the following topics: (1) acquiring know-
ledge and information, (2) acquiring and using self-measuring of blood glucose (SMBG) equipment, (3) kno-
wing one’s physical response pattern, (4) obtaining knowledge about the medication used, (5) preventing 
long-term eye complications, (6) influencing factors that can affect blood glucose; and (7) renewal procedure 
for driving license. The four specific behaviors refer to the following topics: (1) measures to be taken before 
driving, (2) responding effectively to hypoglycemia while driving, (3) informing and instructing passengers 
and (4) preventing hypoglycemia in drivers with type 2 diabetes mellitus not using SMBG equipment. Key 
factors for safe driving proved to be the ability of drivers to anticipate and respond effectively to hypoglyce-
mia while driving and to inform and instruct fellow passengers. Participants of the validation survey agreed 
to a considerable degree with the communicability, importance and feasibility of these behaviors to support 
safe driving for people with diabetes mellitus. 
 
Conclusions 
This study resulted in the identification and description of SDR behaviors to support safe driving. It proved 
possible to operationalize experiential expertise in terms of such behaviors. The next step is to have these 
behaviors validated by professional care providers in the field of diabetes, followed by translation into re-
commendations in self-management programs. 
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Background 
Hypoglycemia is a frequent phenomenon in people being treated for diabetes mellitus 
(referred to as ‘diabetes’ throughout the remainder of this paper), which may 
temporarily reduce their cognitive functions, and hence could acutely disrupt their 
driving performance.1-3 Although opinions about the actual risks are divided,4-7 traffic 
accidents caused by hypoglycemia do occur,8,9 which means that this aspect of ‘living 
with diabetes’ deserves attention. Preliminary research we conducted10 showed that 
drivers with type 1 diabetes who are active as experiential experts for the Dutch 
Diabetes Association (Diabetesvereniging Nederland; DVN) reported that they 
participated successfully in traffic (preventing and dealing effectively with hypo-
glycemia as much as possible, whilst driving to minimize risk f traffic accidents), based 
on their experiential expertise. This also applied to participants with reduced 
hypoglycemia awareness, which is in agreement with the findings by Stork et al.11 
Experiential experts 
Experiential experts are people who can manage their own illnesses and conditions by 
developing expertise relevant to maintaining health and countering illness and who are 
able to use this expertise to the benefit of peers.12-16 Although the term is rarely used 
in literature,17-19 we prefer to use the term ‘experiential expert’ rather than ‘expert 
patient’ because the former refers to self-management by the person with diabetes in 
the context of daily life, while the latter refers to the person as a help seeker in the 
healthcare system.18 Having experience of living with a chronic disease, which every 
chronically ill person has, does not mean that any person with a chronic disease is an 
experiential expert.  
According to the literature,12,13,20  an experiential expert with diabetes is someone who 
deals with problems of the disorder and has lived through it personally; copes with the 
disorder to a reasonable degree and knows how to manage the disorder in everyday 
life; is familiar with the experiences and backgrounds of fellow patients by exchanging 
and testing experiential knowledge with other people with the same disorder; has 
developed his/her own vision about possibilities and restrictions in everyday life based 
on their own experiences and those of others; uses his/her own experiential expertise 
for the benefit of themselves and peers; supports other people with diabetes in the 
context of the relevant patient association; and undertakes action for the benefit of 
fellow patients to help them successfully manage the disorder in everyday life and 
minimize daily life restrictions. An important aim of using experiential expertise is to 
help people with a chronic disease to preserve, recover or increase their social 
integration and societal participation.12-14,17,20 In this context, it is conceivable that 
people with diabetes use implicit or explicit methods of self-management to reduce 
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the risk of hypoglycemia while driving; it is plausible that experiential expertise plays a 
crucial role.  
Experiential expertise 
Patient-specific knowledge is often implicit and concerns lived experiences of 
individual patients regarding their bodies and their illnesses as well as cure and care. 
The first step towards experiential expertise is made when these experiences are 
converted into personal insights that enable a patient to cope with their individual 
illness and disability.12,17,18,20 When experiences are tested and shared by peers, the 
communal body of knowledge exceeds the boundaries of individual experiences and 
starts being ‘experiential expertise’ which can be transferred to peers.12,18 Experiential 
expertise can be regarded as an intersubjective body of competence in terms of 
attitude, knowledge and skills, tested and adapted continuously in daily life by the 
experiential experts themselves. 
Objectives 
The purpose of the present study was twofold. Firstly, to identify SDR behaviors that 
can support safe driving, as inferred from reports by experiential experts. Secondly, to 
have these behaviors evaluated by a larger group of experiential experts, by means of 
an intersubjective validation study (survey). The emphasis was on preventing and 
dealing effectively with hypoglycemia as a short-term diabetes complication before 
and during driving. 
Methods 
Our mixed-methods study (interviews and a survey) was based on two sets of data 
collected from experiential experts who were active on behalf of the DVN. The 
participating experiential experts in our study had taken a special course at the DVN to 
become a ‘diabetes informant’ (DI) within the DVN, which involves supporting and 
advising DVN members who consult the association about living successfully with 
diabetes. After passing the course exam, the participants are certified by the DVN to 
act as a DI within this association. We approached all (n=289) the DIs of the DVN, by 
sending them a letter and a questionnaire to check their eligibility. 
Our first dataset (the interview findings) was intended to identify SDR behaviors 
supporting safe driving. A purposive sampling approach was used to select 33 DIs for 
the in-depth interviews. The data were collected by means of semi-structured in-depth 
interviews with the DIs. The second dataset, used in an intersubjective validation 
study, was collected by means of a survey among a larger group of DIs. Ethical 
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approval for this study was obtained from the Medical Ethics Committee of Maastricht 
University (the Netherlands). All participants were guaranteed confidentiality and 
assured that their responses would be presented anonymously. All participants gave 
written informed consent.  
In-depth interviews 
The interview guide included the following topics: (1) experiences of driving with 
diabetes; (2) awareness of the risks of diabetes and driving; (3) experiences with 
coping with diabetes to avoid hypoglycemia during driving; (4) measures taken before 
and during driving; and (5) informing and instructing passengers regarding diabetes. 
The interviews generally lasted one hour (range 45-75 minutes). All interviews were 
digitally recorded and transcribed verbatim.  
Data analysis  
The interview responses were analyzed using grounded theory.21 This approach to 
qualitative research uses a procedure in which data are grouped and given conceptual 
labels. In other words, data are interpreted and the concepts identified are related by 
means of statements of relationship. The predominant themes emerging in the 
interview transcripts were identified using an inductive strategy with open and 
selective coding. In an iterative process of identifying, comparing and coding themes 
within the transcripts, we continued this comparative process (i.e. theoretical 
sampling) until we reached the point of saturation, where new data only confirmed the 
emergent concepts without really adding new insights.[21-23] Data were analyzed 
qualitatively using the NVivo 2.0 software package (QSR International, Doncaster, VIC, 
Australia) to store the transcripts of the interviews, create codes and categories and 
examine features and relationships in order to establish the final concepts.24 To 
enhance the reliability of the analysis, we made use of ‘researcher triangulation’22 
meaning that multiple researchers (n=3) were used to analyze the data, to improve the 
probability that the findings and interpretations were credible.25 
Survey: Intersubjective validation study 
Respondents  
We used a survey to investigate whether the SDR behaviors formulated on the basis of 
the interviews corresponded with the views of the other experiential experts in our 
sample. Of the 151 experiential experts originally included in the study sample, 12% 
(n=18) declined further participation because they had resigned their position as a DI, 
while 2% (n=3) were deceased. Accordingly, we approached the remaining 130 DIs 
with the request to evaluate the successful behaviors derived from the interviews.  
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Data collection  
The SDR behaviors for safe driving identified in the qualitative study were used to 
generate the survey items for the intersubjective validation study. The survey data 
were collected by means of a questionnaire sent to all participating DIs. The DIs 
expressed their agreement with each statement regarding three dimensions, namely 
communicability, importance and feasibility of each behavior, on 3-point Likert scales 
(1 = ‘agree’, 2 = ‘neutral’ 3 = ‘disagree’). ´Communicability´ means whether each 
formulated SDR behavior can be communicated to people with diabetes; ´importance´ 
means whether each of the SDR behaviors is relevant for people with diabetes; and 
´feasibility´ means whether each of the behaviors can be applied in practice. 
Respondents could supplement each question with relevant personal comments.  
Data analysis  
We computed the proportion of ‘agreements’ ‘neutrals’ and ‘disagreements’ (Likert 
scale ratings 1, 2 and 3, respectively) for the three variables (communicability, 
importance and feasibility) pertaining to each survey item, by summing the survey 
scores. In view of the small number of interviewees in the sample (n=15), the 
proportions of responses (agree, neutral or disagree) in the two groups (i.e. 
interviewees and non-interviewees) for each variable were compared using Fisher’s 
exact test.26 A two-sided p<0.05 was considered statistically significant. Data were 
analyzed quantitatively using descriptive statistics with SPSS software version 16.0 
(SPSS Inc., Chicago, Il., USA). 
Results  
Participants  
Figure 3.1 shows that the response rate was 83% (n=241). All participants had to meet 
the following inclusion criteria: having type 1 or type 2 diabetes; being treated with 
oral antidiabetic medication that may cause hypoglycemia; having a private or 
professional driving license; and still be driving. Figure 3.1 shows also that after 
exclusion, 151 respondents were willing to participate in our study, including the 
following categories: 
• Drivers with type 1 diabetes (n=88; 58%) 
Thirty-nine percent of the participants were male, with a mean age of 56 years 
(range 27-81). Over 50% of the participants had attended junior or senior general 
secondary education and almost 50% higher education. Seventy-seven percent of 
the participants were living together with a partner. The mean duration of their 
diabetes was 28 years (range 6-70).  
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• Drivers with type 2 diabetes (n=63; 42%) 
Sixty-two percent of the participants were male, with a mean age of 67 years 
(range 43-83). Sixty-two percent of the participants had attended junior or senior 
general secondary education and almost 38% higher education. Eighty-one percent 
of the participants were living together with a partner. The mean duration of their 
diabetes was 16 years (range 3-41).  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Figure 3.1 Flowchart of study participation  
 
 
By means of a purposive sampling approach we selected 33 DIs (out of the 151 
respondents) for the in-depth interviews, who were classified into the following 
relevant subgroups:  
Approached experiential
Experts 1DVN 
n=289
Non-response n=48
(17%)
Response n=241 
(83%)
2 Exclusions n=66
3 Refusals n=24
Eligible participants
n=151
Type 1 diabetes
n=88
Type 2 diabetes
n=63
Notes
2 Exclusions 3 Refusals
- Not having diabetes (n=28) - Other priorities (n=4)
- Not having a driving license (n=28) - Illness (n=2)
- Not driving anymore (n=10) - Unidentified reasons (n=18)
1 Dutch Diabetes Association (Diabetesvereniging Nederland; DVN)
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1. private drivers with type 1 diabetes: individual interviews (n=8) and 1 focus group 
interview (n=7); 
2. private drivers with type 2 diabetes: individual interviews (n=8); 
3. professional drivers with type 1 diabetes with a driving license only for smaller 
vehicles (taxi drivers and sales representatives): individual interviews (n=6); 
4. professional drivers with type 2 diabetes with a driving license only for smaller 
vehicles (taxi drivers and sales representatives): individual interviews (n=4). 
We could only conduct a focus group interview with the first subgroup, because many 
participants of the other subgroups refused participation in a focus group interview, 
due to the traveling time/distance (too long/far) to the interview location. To prevent 
dropout of participants we continued data collection by means of individual interviews 
at respondents’ homes.  
Wherever the remainder of this paper mentions private and professional drivers with 
‘type 2 diabetes treated with oral antidiabetic medication’, this implies medication 
that may have hypoglycemia as a side effect. 
In-depth Interview outcomes: successful diabetes-related (SDR) 
behaviors to support safe driving 
Analysis of the transcripts identified a comprehensive set of seven general and four 
specific SDR behaviors associated with safe driving. Respondents’ quotes supporting 
each SDR behavior are presented in Table 3.1.  
General SDR behaviors  
1) Acquiring knowledge and information   
Sources enabling people with diabetes to obtain the appropriate knowledge and 
information about living with diabetes that is specifically relevant for driving include: a) 
professionals in the field of diabetes, b) information booklets on diabetes and 
hypoglycemia and websites about diabetes c) diabetes education courses teaching 
knowledge and skills to recognize and manage hypoglycemia and prevent it while 
driving and d) DIs as experiential experts and the telephone helpline of the Dutch 
Diabetes Association. 
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Table 3.1 Quotes on the successful diabetes-related behaviors to support safe driving arranged by theme 
Theme 1): Acquiring knowledge and information 
Quote: ‘You have to learn how to prevent and manage hypoglycemia, and in this context I refer to DVN’s 
training courses. … you can also learn to sensitize yourself in such a course.’  
Theme 2): Acquiring and using glucose measuring equipment 
Quote 1: ‘The use of a blood sugar meter is really essential! Measuring your blood glucose is important and 
you have to know what you are measuring. If you don’t know …, you’d better ask your care providers or the 
Diabetes Association DVN.’  
Quote 2: ‘For reliable measurements, you have to take your blood sugar meter to be checked annually.’   
 3) Knowing one’s own  physical response pattern 
Quote: ‘I always want to know the value of my blood sugar that corresponds with a hypoglycemia episode. 
It is very useful to draw a day curve. ... you have to know … why are all these blood  values like this?’  
Theme 4): Obtaining knowledge about medication 
Quote: ‘I think people have to know what the tablets they use are for ... Some tablets … cause 
hypoglycemia. ... these people don’t read the instructions ...  if you don’t  understand you should  ask your 
doctor.’  
Theme 5): Preventing long-term eye complications  
Quote: ‘Well, I think a person with diabetes has to visit an ophthalmologist every year. If something is 
wrong, it’s possible to treat it at an early stage.’ 
Theme 6): Factors which can  affect blood glucose levels 
Quote: ‘Pressure of time can lead to greater stress building up, and in stressed situations, my blood sugar 
sometimes rises and sometimes falls, it does fluctuate quite a lot.’ 
Theme 7): Renewal procedure for driving licence   
Quote: ‘It once happened to myself that the renewal procedure was not completed after the expiration 
date so I couldn’t drive.’  
Theme 8): Measures to be taken before driving 
Quote: ‘I always take a packet of fruit juice along in the car, and dextrose ... and always have biscuits in my 
pocket.’  
Theme 9): Responding effectively to hypoglycemia while driving 
Quote: ‘... you feel hungry and you start to tremble and shiver, and then take some dextrose immediately, 
because it works most rapidly.’  
Theme 10): Informing others 
Quote: ‘I inform them because when I have to stop the car to measure my blood glucose, no one is 
surprised or asks annoying questions.’  
Theme 11): Preventing hypoglycemia in drivers with type 2  diabetes not using measuring equipment by 
consuming some carbohydrates before a ride, at mealtime while driving and/or after physical effort before 
a ride 
Quote: ‘If it’s been a while since I last ate, I always have a biscuit or an apple or something else before 
driving off, to prevent hypoglycemia while driving.’  
 
2) Acquiring, using and testing self-measuring of blood glucose (SMBG)  equipment 
Self-management of one’s blood glucose level is very important to detect hypo-
glycemia, and it is wise to acquire and use SMBG equipment. Reliable measurements 
can be ensured by taking one’s glucose meter in for annual calibration. Information 
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about acquiring and handling these devices can be gained from professionals in the 
field of diabetes and staff of diabetes associations. It is important to check the 
instruction leaflet of the SMBG equipment for information about the temperature 
range for effective performance, which can vary with the type of equipment. Most 
equipment will perform effectively between roughly 3oC and 40oC degrees Celsius 
(39oF and 104oF, respectively).  
3) Knowing one’s own physical response pattern   
Drivers with diabetes should learn to recognize and prevent hypoglycemia, as it can 
acutely disrupt driving performance. Knowledge of one’s physical response pattern can 
be obtained by constructing day curves. Doctors or specialist diabetes nurses can help 
to construct and interpret such day curves, which give a global indication of blood 
glucose values under different circumstances. People with reduced hypoglycemia 
awareness may fail to notice physical warning signals, like perspiring and trembling; 
they could discuss with their care provider whether attending a ´hypoglycemia 
awareness training´ course at a hospital or diabetes associations would be useful to 
learn how to recognize the signals of hypoglycemia. 
4) Obtaining knowledge about the medication used 
Drivers with diabetes should be aware that hypoglycemia can occur as a side effect of 
medication (e.g. insulin and sulfonylurea derivates). It is important to read the patient 
instruction leaflets that come with the medication very thoroughly, to prevent 
hypoglycemia. Since such instructions are not always easy to understand, it is wise to 
ask for verbal explanation from a doctor, specialist diabetes nurse and/or pharmacist.  
5) Preventing long-term Eye Complications 
A common complication of diabetes is retinopathy. Since early detection of eye 
complications is important to stop or delay the process of deterioration, an annual eye 
check-up by an ophthalmologist or optometrist is useful.  
6) Factors that can affect blood glucose levels  
A number of general factors may have an adverse impact on safe driving, such as; (a) 
the after-effects of alcohol intake; (b) stress and/or strong emotions; (c) traveling 
through time zones and/or exposure to temperature fluctuations; (d) irregular 
lifestyle; (e) physical effort; (f) changes in antidiabetic medication; and (g) reduced 
hypoglycemia awareness. If one or more of these factors apply, drivers should carefully 
prepare for the drive by additional blood glucose level measurements, and if 
necessary, adjust their blood glucose level, or even postpone the planned drive.  
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7) Renewal procedure for driving license  
People with diabetes have to be periodically assessed to check their fitness to drive. In 
the Netherlands, this procedure may take a long time. To ensure that the new driving 
license is obtained in time, it is wise to start the renewal procedure at least 4-6 months 
before the expiration date of the current license.  
Specific SDR behaviors 
8) Measures to be taken before driving 
a) Organizing the journey carefully 
Drivers should schedule a break every two hours during long car journeys to check 
and possibly adjust their blood glucose level. Drivers with reduced hypoglycemia 
awareness should consider the option of using an insulin pump and/or a blood 
glucose sensor, which makes it easier to anticipate and respond more quickly to 
impending and actual hypoglycemia.  
b) Checking one’s blood glucose level before the journey 
Drivers should check their blood glucose level half an hour before the journey and 
once more shortly before driving off, if the last meal was consumed more than two 
hours before the ride (target blood glucose values for driving are between 6 and 
12 mmol/L).  
c) Adjusting a low blood glucose level before the journey  
Drivers should adjust a low blood glucose level by consuming rapidly absorbable 
carbohydrates, such as dextrose or a soft drink (with sugar) for quick adjustment. 
The effect of consuming slowly absorbable carbohydrates, like bread, takes longer 
but persists longer.   
d) Taking food and other requisites along on the road 
The following items should be present in the car: rapidly absorbable and slowly 
absorbable carbohydrates, to be able to respond to impending hypoglycemia or 
hypoglycemia while driving, within arm’s reach for immediate use; a diabetes 
passport or medication card in a billfold or wallet; a mobile phone to call for help 
in case of emergency; a blood glucose meter with the accompanying test strips; 
and if applicable, also insulin and possibly glucagon (preferably stored in a cool 
box). 
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9) Responding effectively to hypoglycemia while driving 
Consuming rapidly absorbable carbohydrates if symptoms of hypoglycemia occur  
Symptoms like perspiring, trembling, palpitations, and blurred vision may indicate 
hypoglycemia. When these symptoms occur while driving, the driver should 
immediately consume rapidly absorbable carbohydrates, such as dextrose. One 
tablet of dextrose produces an average blood glucose increase of approximately 
0.5 mmol/L.  
Stopping, checking and/or adjusting blood glucose level 
The driver should stop the car as soon as possible at a safe spot, turn off the 
engine, remove the ignition key from the lock, check and possibly adjust their 
blood glucose (target blood glucose values for driving are between 6 and 
12 mmol/L). Before resuming the journey, the driver should check their blood 
glucose level again and resume driving only if the value is between 6 and 
12 mmol/L. 
10) Informing others  
a) Informing passengers 
It is important not to feel awkward about taking the right measures to prevent 
hypoglycemia while driving. Accordingly, drivers should inform the passengers 
about their diabetes, to allow them to feel free to take the necessary diabetes-
related measures for safe driving, like checking and/or adjusting their blood 
glucose level in the presence of passengers.  
b) Instructing passengers about emergencies 
Passengers should be given clear instructions when and how they can help, for 
example when they should offer the driver dextrose and when a medical expert 
should be called.  
11) Preventing hypoglycemia in drivers with type 2 diabetes not using SMBG 
equipment  
Drivers with type 2 diabetes who exclusively use oral antidiabetic medication with 
hypoglycemia as a side effect and use no measuring equipment cannot accurately 
determine their pre-journey blood glucose value, which may result in an increased 
risk of hypoglycemia while driving. To prevent the occurrence of hypoglycemia, it 
is important for them to consume a small extra quantity of carbohydrates, like an 
apple, in the following situations:  
a) before a journey if the last meal was consumed more than two hours before the 
journey 
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b) when driving around mealtimes when there is no opportunity to stop and have a 
meal; and 
c) after having engaged in physical effort before the journey. 
Survey outcomes: intersubjective validation study 
Respondents  
The response of the approached 130 participants to the survey was 76% (n=98). The 
SDR behaviors derived from the interviews were evaluated by some of the DIs who had 
taken part in the interviews (n=15) as well as non-interviewees (n=83). We explored 
whether we could present the results for all DIs together or whether separate results 
had to be presented for the two groups, by using Fisher’s exact test to compare the 
proportion of ratings given for each variable in each group. Between-group 
comparisons showed only a few statistically significant differences in outcomes (3.4%). 
This allowed us to combine the two groups and present the results for all DIs in one 
table (Table 3.2).  
Outcomes 
Table 3.2 shows that most of the DIs (median 86%; range 56-98) agreed with the 
communicability of most of the SDR behaviors to drivers with diabetes. Eighty-two 
percent (range 56-95) considered the behaviors to be important for safe driving, while 
71% (range 38-96) regarded them as feasible for drivers with diabetes. Table 3.2 also 
shows that some scores regarding the feasibility of certain behaviors were relatively 
low (≤55%). This concerned behavior 1c (‘acquiring knowledge from diabetes 
education courses’) and factors b, c and d of behavior 6 (the potential effects on blood 
glucose levels from stress and strong emotions; traveling through time zones and/or 
exposure to temperature fluctuations; and an irregular lifestyle respectively). 
Comments made by the respondents about the feasibility of behavior 1c are related to 
the unfavorable location of the courses (far from their homes), course times (in the 
evening) and high course fees. As regards factors 6b, 6c and 6d, some respondents 
commented that these factors may indeed affect blood glucose levels but are not 
easily influenced.   
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Table 3.2 Successful diabetes-related behaviors to support safe driving and percentages of ratings by all 
ADIs (N=98) participating in the survey 
Successful diabetes-related behaviors to drive safely BCom. Com. Com. CImp. Imp. Imp. DFeas.  Feas. Feas. 
 EAgr.  
(%) 
FNeu. 
(%) 
GDis. 
(%) 
Agr. 
(%) 
Neu. 
(%) 
Dis. 
(%) 
Agr. 
(%) 
Neu. 
(%) 
Dis. 
(%) 
General successful diabetes-relatedbehaviors 
1)  Acquiring knowledge and information from: 
a) Professionals 
b) Folders and websites 
c) Education courses 
d) Dutch Diabetes Association: DVN 
 (fellow patients (DIs), telephone helpline) 
 
 
88 
93 
88 
85 
 
 
7 
7 
11 
10 
 
 
5 
-- 
1 
5 
 
 
78 
84 
82 
78 
 
 
20 
14 
16 
18 
 
 
2 
2 
2 
4 
 
 
78 
73 
51 
60 
 
 
15 
27 
45 
29 
 
 
7 
-- 
4 
11 
2) Acquiring, using and testing Self-Measuring  
Blood Glucose (SMBG) equipment 
92 5 3 86 12 2 71 16 13 
3) Knowing one’s physical response pattern 83 13 4 81 17 2 65 22 13 
4) Obtaining knowledge about medication 83 7 10 78 17 5 61 34 5 
5) Preventing long-term eye complications 98 -- 2 95 5 -- 96 2 2 
6) Influencing factors which can affect  
blood glucose  
a) Alcohol 
b) Stress/strong emotions 
c) Traveling through time zones/ 
exposure to temperature fluctuations 
d) Irregular lifestyle 
e) Physical effort 
f) Changing antidiabetic medication  
g) Insufficient hypoglycemia awareness. 
 
 
82 
56 
72 
 
74 
86 
84 
93 
 
 
8 
24 
17 
 
17 
11 
9 
5 
 
 
10 
20 
11 
 
9 
3 
7 
2 
 
 
85 
56 
61 
 
68 
81 
73 
93 
 
 
8 
27 
24 
 
22 
14 
21 
7 
 
 
7 
17 
12 
 
10 
5 
6 
-- 
 
 
69 
38 
44 
 
55 
78 
62 
71 
 
 
26 
30 
26 
 
34 
17 
25 
17 
 
 
5 
32 
30 
 
11 
5 
13 
12 
7) Renewal procedure for driving licence 96 2 2 89 7 4 85 9 6 
Specific successful diabetes-related behaviors  
8) Measures to be taken before driving 
a) Organizing the journey carefully 
b) Checking blood glucose before the ride 
c) Adjusting low blood glucose before the  ride 
d) Taking food and other requisites along  
on the road 
 
 
67 
86 
85 
91 
 
 
24 
9 
2 
7 
 
 
9 
5 
13 
2 
 
 
69 
91 
83 
91 
 
 
20 
9 
6 
6 
 
 
11 
-- 
11 
3 
 
 
60 
76 
80 
86 
 
 
27 
7 
7 
12 
 
 
13 
17 
13 
2 
9) Reacting effectively to hypoglycemia while driving
a) Consuming rapidly absorbable  
carbohydrates at hypo signals 
b)  Stopping, checking and/or adjusting  
blood glucose level 
 
85 
 
88 
 
 
2 
 
10 
 
13 
 
2 
 
83 
 
94 
 
6 
 
5 
 
11 
 
1 
 
80 
 
86 
 
7 
 
9 
 
13 
 
5 
10) Informing others 
a) Informing  passengers of the diabetes 
b) Instructing passengers what to do in case  
of emergency  
 
88 
89 
 
9 
9 
 
3 
2 
 
87 
87 
 
8 
11 
 
5 
2 
 
73 
67 
 
21 
26 
 
6 
7 
11)  Preventing hypoglycemia in drivers with type 2 
diabetes not using SMBG equipment, by consuming:
a) some carbohydrates before a journey  
if the last meal was consumed more than two  
hours before the ride 
b) some carbohydrates at mealtime while driving   
c) some carbohydrates after physical effort before 
journey 
 
 
74 
 
 
98 
91 
 
 
17 
 
 
-- 
7 
 
 
9 
 
 
2 
2 
 
 
65 
 
 
80 
79 
 
 
25 
 
 
15 
19 
 
 
10 
 
 
5 
2 
 
 
74 
 
 
70 
83 
 
 
20 
 
 
22 
15 
 
 
6 
 
 
8 
2 
Median 
Range 
86 
56-98
9 
0-24 
4 
0-20 
82 
56-95 
14 
5-27 
4 
0-17 
71 
38-96 
21 
2-45 
7 
0-32 
A DIs = Diabetes Informants. B Com. = Communicability. C Imp. = Importance. D Feas. = Feasibility.  E Agr. = Agree. F Neu. = 
Neutral. G Dis. = Disagree. 
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Comments by respondents 
Some of the respondents commented about drivers with type 2 diabetes who are only 
being treated with oral antidiabetic medication. These people seldom use SMBG 
equipment, because most Dutch insurance companies do not reimburse the costs. 
These drivers are frequently not willing or able to buy such equipment because of the 
recurrent costs of test strips. Respondents also mentioned that it is impossible for 
these drivers to learn to recognize their own physical response pattern by means of 
day curves without having the required SMBG equipment. Accordingly, it is difficult for 
them to anticipate and respond correctly to hypoglycemia while driving, which may 
increase the risk of traffic incidents.  
Another comment referred to behavior 4 (obtaining knowledge about the medication 
used). Respondents mentioned that most people with diabetes do not understand the 
often complicated texts of medical information leaflets and so fail to read them. It is 
especially those people with type 2 diabetes who are only being treated with oral 
antidiabetic medication who are not always well informed about hypoglycemia as a 
possible side effect of their medication. Accordingly, these drivers are less well 
prepared for safe driving.  
The comments on behaviors 11a and 11c (referring to ways in which people with 
type 2 diabetes not using measuring equipment can prevent hypoglycemia) revealed 
differences of opinion about what behavior supports safe driving. Some respondents 
claimed that consuming a small extra quantity of carbohydrates in these situations 
does not contribute to safe driving. They argued that this behavior may even cause 
hyperglycemia, which might adversely affect cognitive functioning and in the long term 
may cause obesity and diabetes complications. Other respondents maintained that 
such behavior is effective in terms of traffic safety, claiming that it is more dangerous 
to drive with a low blood glucose level, which can disrupt cognitive functions, than 
with a higher blood glucose level (not exceeding 12 mmol/L) which does not disrupt 
cognitive functions.  
Another, more general comment referred to the dissemination of information about 
diabetes and driving. Apparently, there is a lack of information about safe driving with 
diabetes by professionals, so the professionals should be provided with information 
and education materials about SDR behaviors to support people with diabetes in 
driving safely. 
Discussion 
This is the first study to examine and describe SDR behaviors to support safe driving, 
based on the experiential expertise of drivers (experiential experts) with diabetes. Our 
findings show that SDR behaviors to support safe driving relate to the ability of drivers 
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to assess their current and expected blood glucose values based on diabetes-related 
cognitions, nutritional intake, activities performed and medication used. These SDR 
behaviors also refer to monitoring, based on bodily sensations, measuring and 
interpreting blood glucose values, regulating blood glucose levels and managing 
psychosocial parameters when driving with passengers (i.e. dealing with 
environmental influences, e.g. the impact of passengers on one’s behavior to manage 
one’s diabetes effectively). If the individual warning system of bodily sensations 
relating to hypoglycemia and hyperglycemia is not fully reliable (reduced awareness), 
behavior based on cognitions may still make it possible to drive safely, provided the 
driver realizes this reduced awareness and always takes additional measurements to 
ensure safe driving. The SDR behaviors identified in the interviews were validated at an 
intersubjective level by a larger group of peers (experiential experts).  
The American Association of Diabetes Educators (AADE) has defined seven categories 
of certified diabetes educators' (CDE) self-care behaviors, as a framework for patient-
centered diabetes self-management, education and training and care. These categories 
are: (1) healthy eating, (2) being active, (3) monitoring, (4) taking medication, (5) 
problem solving, (6) healthy coping and (7) reducing risks.27 The SDR behaviors 
identified in our study can be classified under certain categories of this CDE 
classification. Behaviors 1, 2 and 3 could be classified under CDE the third category  
(´monitoring´), while behavior 4 would fit into the fourth category (´taking 
medication´) and the other behaviors (5-11) into the sixth category (´healthy coping´) 
and/or the seventh (´reducing risks´).  
The experiential experts (DIs) that we interviewed and surveyed expressed their 
concerns about the feasibility of implementing the SDR behaviors for drivers with type 
2 diabetes treated with oral anti-diabetic medication, as they thought that people with 
type 2 diabetes are not sufficiently aware of the seriousness of their disease. Although 
the behaviors to prevent and respond to hypoglycemia that we formulated for people 
with type 2 diabetes treated with oral antidiabetic medication were regarded as useful 
strategies for safe driving, the DIs feared that many people with type 2 diabetes do not 
realize the importance of the relevant behaviors to support safe driving. As a 
consequence, they are more likely to be involved in traffic accidents. DIs do realize that 
they have to take this into account in supporting peers. 
Methodological considerations: strengths and limitations 
The strength of our study lies in the fact that this is the first study in this field to 
objectify experiential expertise. The findings are based on reports about successfully 
tried and intersubjectively tested experiences regarding driving safely with diabetes. A 
limitation of this study is that the findings have not yet been validated by professional 
care providers in the field of diabetes. A recommendation for further research is 
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therefore to conduct a validation study with professional care providers in the field of 
diabetes. 
Implications of this study 
If further research with professional care providers in the field of diabetes shows that 
these SDR behaviors are valid, they could be translated into recommendations for 
driving safely and incorporated in practice (e.g. in diabetes self-management programs 
and educational materials). A study by Kivits28 about online health information found 
that there was an ‘everyday dimension’ to the information people were seeking and 
that ‘experiential knowledge’ was valued, sometimes above medical expertise. 
Patients place considerable value on information received from people with direct 
experience of living with a chronic disease.29 Since the SDR behaviors identified in our 
study are based on the experiential knowledge of peers, they are closely related to the 
reference framework of people with diabetes. This makes them easy to comply with, 
which is crucial for effective self-management by people living with a chronic disease, 
as well as for peer empowerment.30-32 
According to the literature,19,33-35 active involvement of experiential experts can lead to 
an increase in the quality and relevance of health research, as their knowledge can 
complement the medical knowledge of professionals. Relevant knowledge of patients 
is based on first-hand experiences in daily life, while the knowledge of professional 
care providers is science based.19 According to Elberse et al. the latter is “… therefore 
often considered to be more objective and superior to the subjective experiential 
knowledge of patients.”19 It is possible that this asymmetrical relationship may form an 
obstacle to collaboration between experiential experts and medical experts.12,19,36 Our 
study can serve to inform professionals with medical expertise about experiential 
expertise, which might provide an impulse to attune both fields of expertise.  
Conclusion 
In this study we identified a comprehensive set of 11 SDR behaviors to support safe 
driving from the perspective of experiential experts. Key factors for safe driving proved 
to be the ability of drivers to anticipate and respond effectively to hypoglycemia while 
driving and to inform and instruct fellow passengers. Participants (peers) of the 
validation study agreed to a considerable degree with the communicability, 
importance and feasibility of these behaviors. The next step is to validate these 
behaviors by professional care providers in the field of diabetes in order to translate 
them into recommendations in self-management programs.  
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Abstract 
Background 
In a previous study we identified, described and validated a comprehensive set of successful diabetes-
related (SDR) behaviors to support safe driving, formulated from the perspective of experiential experts. In 
order to validate these behaviors by professional care providers working in the field of diabetes and/or 
driving we collected feedback from a panel of professionals.  
 
Objective 
Validation, by professional care providers of a set of SDR behaviors to support safe driving, based on reports 
by experiential experts with diabetes. 
 
Methods 
We conducted a panel study among 21 professional care providers to determine to what extent they agreed 
with two aspects of the proposed SDR behaviors, namely the ‘correctness of the content’ and their ‘impor-
tance for drivers with diabetes.’ Descriptive statistical analysis was used to analyze the outcomes.  
 
Results 
The professionals agreed with most of the proposed SDR behaviors as regards the ‘correctness of the con-
tent’ and the ‘importance for drivers with diabetes’ (82% and 84% respectively). There were three (out of 
27) proposed behaviors with which <70% of the respondents agreed, namely: (1) awareness of the ‘after-
effect of alcohol intake,’ (2) ‘checking blood glucose before the journey’ and (3) behavior regarding the 
prevention of hypoglycemia for drivers with type 2 diabetes not using Self-Measuring of Blood Glucose 
(SMBG) equipment, by consuming ‘some carbohydrates before every drive if the last meal was consumed at 
least two hours before the ride.’ Regarding the first of these behaviors, some respondents argued that this 
behavior was incomplete as a support for people with diabetes on this issue. As regards the second, some 
respondents were concerned about the high frequency of blood glucose measurements in this situation. 
With regard to the third, some respondents claimed that consuming a small extra quantity of carbohydrates 
in these situations may cause hyperglycemia, which might adversely affect cognitive functioning and in the 
long term may cause obesity and diabetes complications. The validation criterion of >70% agreement was 
not attained for these three behaviors.  
 
Conclusions 
The behaviors were validated by professional care providers in the field of diabetes and/or driving. The 
validation criterion of >70% agreement was attained for 24 out of 27 behaviors. Hence, it is recommended 
to conduct a more detailed follow-up study, viz.Delphi study, on the three SDR behaviors that caused some 
disagreement on the aspects ‘correctness of the content’ and ‘importance for people with diabetes’ among 
the professional care providers. Subsequently, it is recommended to evaluate the final set of SDR behaviors 
as to their ultimate effect on safe driving. When proved to be effective, the behaviors could be implemented 
in self-management programs to support safe driving for people with diabetes. 
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Background 
Driving rights for people with diabetes mellitus (referred to as ‘diabetes’ below), are 
currently being debated internationally, and restrictive legislature concerning insulin-
using diabetic drivers has been introduced.[1] Evaluation of the available research on 
diabetes and driving reveals different and partially contradictory outcomes.1,2 Recom-
mendations regarding restrictions on driving with diabetes are not unanimous, but it is 
clear that hypoglycemia may occur during driving and may lead to traffic accidents.3-6 
To prevent dangerous traffic situations as a consequence of hypoglycemia, in a previ-
ous study, we formulated a comprehensive set of eleven successful diabetes-related 
(SDR) behaviors (table I) inferred from interviews with experiential experts who were 
actively engaged in peer support in the Dutch Diabetes Association (Diabetes-
vereniging Nederland: DVN).7 
People with diabetes have to carry out a number of self-management behaviors, like 
adjusting their food intake, administering medication, measuring blood glucose con-
centrations, exercising and having medical examinations.8,9 When people with a 
chronic disease need health information to manage their personal health, they turn 
both to professional care providers and other patients.10 Experiential expertise is con-
sidered to be a particularly useful tool to promote autonomy in the daily lives of peo-
ple with diabetes.11-18 
In our previous study,7 the comprehensive set of eleven SDR behaviors referred to 
above was validated by a group of experiential experts (peers who are active in DVN). 
An important next step in the assessment of such SDR behaviors is to collect feedback 
from professional care providers in the field of diabetes. When validated by profes-
sional care providers, the SDR behaviors should be tested in an evaluation study to test 
their ultimate effect on safe driving. When proved to be effective, the behaviors could 
be implemented in self-management programs to support safe driving for people with 
diabetes, and used by experiential experts, medical practitioners and other health care 
providers. This may increase the probability of adherence to these behaviors.19,20 
Objectives 
This descriptive study aimed to validate a number of SDR behaviors regarding driving 
(Table 4.1), formulated from the perspective of experiential experts with type 1 and 
type 2 diabetes, by presenting them for evaluation to professionals in the field of dia-
betes care and/or driving. 
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Table 4.1 General and specific successful diabetes-related (SDR) behaviors to support safe driving (see 
reference 7 for the original, more extended version of these SDR behaviors). 
General SDR behaviors 
1) Acquiring knowledge and information Sources for acquiring the appropriate knowledge and 
information about living with diabetes, focusing on driving, include: (a) professionals in the field of 
diabetes, (b) information booklets (brochures) and websites on diabetes and hypoglycemia, (c) 
education courses teaching knowledge /skills to recognize and manage hypoglycemia and prevent it 
while driving and (d) the Dutch Diabetes Association DVN, which offers experiential expertise and a 
telephone helpline.  
2) Acquiring, using and testing glucose measuring equipment. To prevent hypoglycemia, use Self-
Measuring of Blood Glucose (SMBG) equipment. To ensure reliability, a glucose meter should be taken 
in for annual calibration. Information can be obtained from diabetes professionals and staff of diabetes 
associations. Instructions about acceptable temperature ranges for the SMBG equipment can vary with 
the type of equipment.  
3) Knowing one’s own physical response pattern Drivers with diabetes should learn to recognize and 
prevent hypoglycemia. Physical response patterns (day curves) can help to give an indication of blood 
glucose values under different circumstances.  
4) Obtaining knowledge about medication Hypoglycemia can occur as a side-effect of medication (insulin 
and tablets like sulfonylurea derivatives). Read patient instruction leaflets or ask a doctor, specialized 
diabetes nurse and/or pharmacist.  
5) Preventing long-term eye complications Since early detection of eye complications is important to stop 
or delay the process of deterioration, an annual eye check-up by an ophthalmologist or optometrist is 
recommended.  
6) Factors which can affect blood glucose levels General factors that may have an adverse impact on safe 
participation in traffic are (a) the after-effect of alcohol intake, (b) stress and/or strong emotions, (c) 
traveling through time zones and exposure to temperature fluctuations, (d) irregular lifestyle, (e) 
physical effort, (f) changes in antidiabetic medication and (g) reduced hypo-awareness. If applicable, 
drivers should perform additional blood glucose measurements, and/or adjust or even postpone a 
planned drive.   
7) Renewal procedure for driving license To ensure that a new driving license is obtained in time, start the 
renewal procedure at least four to six months before the expiration date of the current license.  
Specific SDR behaviors 
8) Measures to be taken before driving 
 a) Organizing the journey well: 
 Schedule a break every two hours during long car journeys to check/adjust blood glucose level. Drivers 
with reduced hypoglycemia awareness should consider the option of using an insulin pump and/or a 
blood glucose sensor, which makes it easier to anticipate and react more quickly to impending and 
actual hypoglycemia.  
 b) Checking one’s blood glucose level before the journey:   
 Check the blood glucose level half an hour before the journey and once more shortly before driving off, 
if the last meal was consumed more than about two hours before the ride (target blood glucose values 
for driving are between 6 and 12 mmol/l).  
 c) Adjusting low blood glucose level before the journey:  
 Adjust a low blood glucose level by consuming rapidly absorbable carbohydrates, such as dextrose or a 
soft drink (with sugar) for quick adjustment. The effect of consuming slowly absorbable carbohydrates, 
like bread, takes longer but persists longer.   
 d) Taking food and other requisites along on the road: 
 Present in the car should be: rapidly absorbable and slowly absorbable carbohydrates to be able to 
respond to hypoglycemia while driving, within arm’s reach for immediate use; a diabetes passport or 
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medication card in a billfold or wallet; a mobile phone to call for help in case of emergency, a blood 
glucose meter with the accompanying test strips and if applicable also insulin and possibly Glucagon 
(preferably stored in a cool box). 
9) Reacting adequately to hypoglycemia  
 Consuming rapidly absorbable carbohydrates when symptoms of hypoglycemia occur: 
 Symptoms like perspiring, trembling, palpitations and blurred vision may indicate hypoglycemia. When 
these symptoms are suspected while driving, the driver should immediately consume rapidly 
absorbable carbohydrates, such as dextrose (one tablet of dextrose produces a blood glucose increase 
of about 0.5 mmol/l).  
 Stopping and checking and/or adjusting  the blood glucose level: 
 Stop the car as soon as possible at a safe spot, turn off the engine, remove the ignition key, check and 
if necessary adjust blood glucose (target blood glucose values for driving are between 6 and 12 
mmol/l).  
10) Informing others  
 a) Informing passengers about one’s diabetes: 
 Drivers should inform the passengers about their diabetes, so they can feel free to take the necessary 
diabetes-related measures for safe driving, like checking and/or adjust their blood glucose level in the 
presence of passengers.  
 b) Instructing passengers about what to do in case of emergency: 
 Passengers should be given clear instructions when and how they can help, for example when they 
should offer the driver dextrose.  
11) Preventing hypoglycemia in drivers with type 2 diabetes not using SMBG  equipment  
 Drivers with type 2 diabetes, who exclusively use oral antidiabetic medication with hypoglycemia as a 
side-effect and who use no SMBG equipment, should  consume some carbohydrates: 
 before every drive if the last meal was consumed more than about two hours before the ride; 
 when driving around mealtimes with no opportunity to stop and have a meal; 
 after having engaged in physical activity before the journey. 
Methods 
Participants  
We aimed at a research population consisting of professionals from diverse occupa-
tional groups in health care who were affiliated to the following key organizations: (1) 
Dutch Diabetes Federation (Nederlandse Diabetes Federatie; NDF) and (2) the Dutch 
national agency responsible for driving tests (Centraal Bureau Rijvaardigheidsbewijzen 
or CBR). The NDF is an umbrella association of organizations involved in the care for 
people with diabetes, uniting health care providers, scientists and people with diabe-
tes. To include a sufficient variety of professionals from different occupational catego-
ries, we therefore selected the participants by means of purposive sampling.  
We approached the executive board of the NDF and CBR with the request to provide 
us with the names of  professionals who were available to participate in our study. A 
panel of 22 professionals from the NDF and six professionals from the CBR was traced. 
From the NDF, we received the names of five internists, three general practitioners, 
five specialist diabetes nurses, four nurse practitioners and five dieticians. From the 
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CBR we received the names of six medical examiners and we invited all these 
28 professionals to participate in our research.  
Data collection 
To validate the proposed SDR behaviors we constructed a digital questionnaire to 
measure the extent to which the professionals agreed with each of the behaviors iden-
tified and validated by experiential experts in our previous study7 (Table 4.1). The sur-
vey focused on the following aspects: (1) ‘correctness of the content’ and (2) ‘impor-
tance for drivers with diabetes.’ The respondents were asked to rate each behavior for 
these two dimensions on a 3-point Likert scale (agree, neutral, disagree). They were 
also invited to add any relevant comments on each item (i.e. behavior) that they con-
sidered appropriate.  
Ethical approval for this study was obtained from the Medical Ethics Committee (MEC) 
of Maastricht University (The Netherlands). All participants were guaranteed confiden-
tiality and assured that their responses would be presented anonymously. 
Data analysis 
The percentages of ‘agree’, ‘neutral’ and ‘disagree’ scores for the two dimensions of 
‘correctness of the content’ and ‘importance for drivers with diabetes’ were calculated 
for each SDR behavior (table II). We considered a behavior to be valid if the percentage 
of ‘agree’ scores was >70% (of the 21 professionals) for each of the two dimensions of 
that behavior. Data were analyzed using SPSS software version 18.0 
Results  
Response 
Seventy-five percent (n=21) of the 28 professionals we contacted responded to our 
survey. The respondents included internists (n=4), general practitioners (n=3), special-
ist diabetes nurses (n=4), nurse practitioners (n=3), dieticians (n=5) and medical exam-
iners working for CBR (n=2). Reasons for non-response are unknown. 
Questionnaire  
Table 4.2 shows that most of the respondents (≥82%) agreed with the majority of the 
proposed SDR behaviors regarding the two aspects of ‘correctness of the content’ and 
‘importance for drivers with diabetes.’ Table 4.2 also shows that there were three pro-
posed SDR behaviors for which fewer than 70% of the respondents indicated agree-
ment. Sixty seven percent of the respondents agreed with the ‘correctness of the con-
tent’ dimension for the behavior of ‘after-effect of alcohol intake’ (behavior No. 6a in 
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the list). The comments made by some professionals who did not agree with the ‘cor-
rectness of the content’ of this behavior show that some professionals (mainly dieti-
cians) refer to the incompleteness of this behavior to be useful for people with diabe-
tes. According to these professionals, to be useful for drivers with diabetes, the de-
scription of this behavior would also have to include information about how to effec-
tively anticipate the after-effects of alcohol by taking additional blood glucose meas-
urements, taking products with carbohydrates (e.g. dextrose) along when driving and 
consuming extra carbohydrates when blood glucose decreases. 
As regards the behavior of ‘checking blood glucose before the journey’ (No. 8b), 57% 
and 62% of the respondents (Table 4.2) agreed on the dimensions of ‘correctness of 
the content’ and ‘importance for drivers with diabetes,’ respectively. Comments on 
this behavior of some of the professionals who did not indicate agreement on this 
behavior concerned the high frequency of blood glucose measurements required for 
this. These professionals argued that it is not necessary for everyone to measure their 
blood glucose always before every journey. These respondents claimed that if the 
driver’s blood glucose is well-regulated and a driver has a thorough knowledge of their 
own physical response pattern, checking the blood glucose before every drive would 
be superfluous.  
Table 4.2 also shows that 43% and 57% of the professionals agreed on the dimensions 
of ‘correctness of the content’ and ‘importance for drivers with diabetes’, respectively, 
for the behavior regarding the prevention of hypoglycemia for drivers with type 2 dia-
betes not using SMBG equipment (by consuming ‘some carbohydrates before every 
drive if the last meal was consumed longer than two hours before the ride’ (No. 11a)). 
Comments of some respondents who did not indicate agreement on this behavior 
were contradictory and regarded the frequency of consuming carbohydrates. On the 
one hand, some respondents claimed that consuming a small extra quantity of carbo-
hydrates in these situations may cause hyperglycemia, which might adversely affect 
cognitive functioning and in the long run may cause obesity and other diabetes com-
plications. On the other hand, other respondents maintained that this behavior is ef-
fective in terms of traffic safety, because it is more dangerous to drive with a low 
blood glucose level than with a higher than normal blood glucose level (about 12 
mmol/L).  
Additional comments made by the respondents 
Some professionals made additional comments on behavior No. 2, ‘acquiring, handling 
and testing SMBG equipment’ (Table 4.2). They argued that drivers with type 2 diabe-
tes who are only being treated with oral antidiabetic medication (with hypoglycemia as 
a possible side-effect) do not necessarily always have to acquire glucose measuring 
equipment (except professional drivers). Education and professional advice are often 
seen by several respondents as sufficient to support these people in anticipating and 
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reacting effectively to hypoglycemia in terms of safe driving. However, on the contrary, 
other respondents commented on this issue that people with type 2 diabetes who are 
not using insulin are not always well-informed about hypoglycemia as a possible side-
effect of their medication.  
They argued that since Dutch insurance companies do not reimburse the costs of 
SMBG equipment for people with type 2 diabetes who are not insulin-dependent, and 
since these people are often not willing or able to pay for SMBG equipment them-
selves, it is impossible for them to obtain knowledge about their own physical re-
sponse pattern. According to these respondents, as a consequence, these drivers are 
supposed to be less well prepared for safe driving.  
Despite the high level of agreement among professionals about the ‘correctness of the 
content’ (95%) and the ‘importance for drivers with diabetes’ (91%) of behavior No. 
10b, which involves ‘instructing passengers about what to do in case of emergency’ 
(Table 4.2), this behavior was regarded as unnecessary by the respondents working as 
medical examiner at CBR. These professionals argued that drivers with diabetes them-
selves always have to be able to prevent or deal with impending hypoglycemia while 
driving, making this behavior superfluous. 
One more general comment made by some of the respondents concerned the prob-
ability of a high percentage of non-adherence with these SDR behaviors by drivers with 
diabetes. These respondents emphasized that a good relationship between the care 
provider and the person with diabetes is important to reduce non-adherence. Another 
comment made by some respondents referred to the knowledge of experiential ex-
perts. Some respondents were uncertain about the correctness of advice communi-
cated by these experiential experts to their peers. 
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Table 4.2 Ratings* by professional care providers (n=21) evaluating successful diabetes-related (SDR) 
behaviors to support safe driving, as reported by experiential experts with diabetes mellitus 
SDR behaviors to support safe driving A  ACB   IMPC  
General SDR behaviors Agree
% 
Neutral
% 
Disagree
% 
Agree
% 
Neutral 
% 
Disagree 
% 
1)  Acquiring knowledge and information from: 
a) Professionals 
b) Brochures and websites 
c) Education courses 
d) Dutch Diabetes Association: DVN (experiential 
experts, telephone help line) 
 
95 
90 
76 
74 
 
-- 
-- 
10 
7 
 
5 
10 
14 
19 
 
100 
100 
71 
71 
 
-- 
-- 
19 
24 
 
-- 
-- 
10 
5 
2) Acquiring, handling and testing Self-Measuring of 
Blood Glucose (SMBG) equipment 
92 5 3 92 5 3 
3) Knowing one’s physical response pattern 81 10 10 76 14 10 
4) Obtaining knowledge about medication 95 -- 5 95 5 -- 
5) Preventing long-term eye complications 91 -- 10 95 -- 5 
6) Managing factors which can affect blood glucose  
a) After-effect of alcohol intake 
b) Stress/strong emotions 
c) Traveling through time zones/exposure 
to temperature fluctuations 
d) Irregular lifestyle 
e) Physical effort 
f) Changing antidiabetic medication  
g) Reduced hypoglycemia awareness 
 
67 
71 
76 
 
81 
86 
86 
90 
 
10 
10 
5 
 
-- 
5 
5 
8 
 
24 
19 
19 
 
19 
10 
10 
2 
 
81 
71 
76 
 
81 
86 
85 
90 
 
14 
14 
10 
 
5 
5 
10 
7 
 
5 
14 
14 
 
14 
10 
5 
3 
7) Renewal procedure for driving license 91 5 5 100 -- -- 
Specific SDR behaviors  
8) Measures to be taken before driving 
a) Organizing the journey well 
b) Checking blood glucose before the journey 
c) Adjusting low blood glucose before the journey 
d) Taking food and other requisites along on the road 
 
 
86 
57 
85 
86 
 
 
5 
10 
5 
-- 
 
 
10 
33 
10 
14 
 
 
91 
62 
91 
90 
 
 
5 
19 
5 
-- 
 
 
5 
19 
5 
10 
9)   Reacting adequately to hypoglycemia  
a) Consuming rapidly absorbable carbohydrates  
if symptoms of hypoglycemia occur 
b) Stopping and checking and/or adjusting  
blood glucose level 
 
86 
 
81 
 
-- 
 
-- 
 
14 
 
19 
 
95 
 
85 
 
5 
 
5 
 
-- 
 
10 
10) Informing others 
a)  Informing  passengers about one’s diabetes 
b) Instructing passengers what to do in case of 
emergency  
 
100 
95 
 
-- 
-- 
 
-- 
5 
 
91 
91 
 
5 
5 
 
5 
5 
11) Preventing hypoglycemia in drivers with type 2 
diabetes not using SMBG equipment, by consuming 
some carbohydrates before every drive: 
a) if the last meal was consumed more than about 
two hours before the ride 
b) when driving around meal times with no  
opportunity to stop and have a meal 
c) after having engaged in physical activity before  
the journey 
 
 
 
43 
 
76 
 
71 
 
 
 
19 
 
10 
 
10 
 
 
 
38 
 
14 
 
19 
 
 
 
57 
 
76 
 
71 
 
 
 
19 
 
14 
 
10 
 
 
 
24 
 
10 
 
19 
Mean 
SD 
82 
13 
5 
5 
13 
9 
84 
12 
8 
7 
8 
6 
*As a result of percentages being rounded off, the totals of the rows do not always add up to 100%. AThese 
behaviors correspond with the SDR behaviors listed in table I. BAC = Agreement with the content of a 
behavior.  CIMP = Agreement with the importance of a behavior for people with diabetes. 
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Discussion 
The SDR behaviors to support safe driving that were identified and validated by expe-
riential experts in our earlier study7 were validated by a questionnaire survey among a 
panel of professional care providers in the field of diabetes and/or driving. Most be-
haviors were regarded by these professionals as correct and important for drivers with 
diabetes; the findings show that most of the professionals agreed with the majority of 
the behaviors in terms of these two aspects.  
However, there were a few behaviors (3 out of 27) that caused some disagreement. 
The comments of some respondents who did not indicate agreement with 
the‘correctness of the content’ of the proposed behavior of anticipating the ‘after-
effect of alcohol intake’, referred to the incompleteness of the description of this be-
havior. According to these respondents, to be useful for people with diabetes, the 
following information should be added to the wording of this behavior: ‘by taking addi-
tional blood glucose measurements, taking along products with carbohydrates (e.g. 
dextrose) and consuming extra carbohydrates when the blood glucose decreases.’  
The comments of some professionals who did not agree with the ‘correctness of the 
content’ and the ‘importance’ of the behavior ‘checking blood glucose before a jour-
ney’ concerned the high frequency of blood glucose measurements. According to some 
respondents, drivers whose blood glucose is well-regulated and who are thoroughly 
familiar with their own physical response patterns do not need to check their blood 
glucose before every drive. The question is whether people with diabetes are able to 
correctly estimate their blood glucose concentrations. Studies on the effects of Blood 
Glucose Awareness Training (BGAT), have shown that correct estimates of blood glu-
cose are limited2,21-23 (e.g. from 35% at baseline to 46% after 12-month follow-up21,23).  
The comments made by respondents, who indicated no agreement on the ‘correctness 
of the content’ and the ‘importance’ of the behavior to prevent hypoglycemia among 
drivers with type 2 diabetes not using SMBG equipment (by consuming ‘some carbo-
hydrates before every drive if the last meal was consumed longer than two hours be-
fore the ride’), regarded the frequency of carbohydrate consumption. Some respon-
dents argued that consuming ‘a small extra quantity of carbohydrates’ may cause hy-
perglycemia, which might adversely affect cognitive functioning. In earlier laboratory 
studies,24-27 no effects have been found of hyperglycemia on cognitive functioning. 
According to later studies,28,29 little cognitive dysfunction may occur when the blood 
glucose concentrations exceed the 15 mmol/L. The question is whether a minor rise in 
blood glucose concentration after consuming a small extra quantity of carbohydrates is 
expected to lead to hyperglycemia and cognitive dysfunction or decreased driving abil-
ity.  
Although three out of 27 behaviors did not meet the criterion of 70%, the majority of 
the professionals support the SDR behaviors on their correctness of the content and 
importance for people with diabetes. Because experiential experts have good experi-
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ences with these SDR behaviors, and the often controversial comments of profession-
als who disagreed with three of the 27 SDR behaviors, we suggest to conduct a more 
detailed follow-up study, viz. a Delphi study, on the issues that caused some disagree-
ment among the professional care providers. Important is to come to a clear formula-
tion of SDR behaviors that are useful for people with diabetes. The Delphi method is a 
technique, originally developed as a systematic, interactive method which relies on a 
panel of experts. This method may be characterized as a method for structuring a 
group communication process so that the process is effective in allowing a group of 
individuals, as a whole, to deal with a complex problem.30,31 
Patients are known to possess valuable personal information that clinicians cannot 
necessarily provide,10 and offer knowledge and skills to other patients that differ sig-
nificantly from the expertise offered by professional health care providers.10,11 We 
assume that both kinds of knowledge (medical and experiential knowledge) are com-
plementary.11 Basic medical knowledge and medical-technical skills are essential to 
manage diabetes primarily at a physical/biological level. Experiential knowledge is 
essential to manage diabetes primarily in daily life at a psycho-social level. The present 
study illustrates the support of the majority of the SDR behaviors formulated from the 
perspective of experiential experts by professional care providers. Therefore, both 
parties should be involved, in order to bridge the gap between the professionals’ 
frame of reference and that of patients. It is important for both parties to cooperate, in 
order to educate people with diabetes and transfer unambiguous information to them.  
According to a statement by the American Association of Diabetes Educators, the ef-
fectiveness of information increases when it evolves from participants’ experiences, 
beliefs and priorities.32 Since the SDR behaviors we formulated were derived from 
reports by experiential experts with diabetes, they closely connect to the framework of 
other drivers with diabetes. This in turn may increase the probability of adherence to 
these behaviors among drivers with diabetes when they are presented to them by care 
providers.[20,21] In this context, it is worthwhile to refer to the following statement 
made by the Dutch diabetes association (DVN) during their conference in November 
2010: ‘Experiential knowledge is a crucial spearhead to promote quality of daily life 
and quality of care for persons with diabetes mellitus.’ 
Implications of this study 
Our previous study7 on this topic showed that driving safely relates particularly to the 
ability of drivers to anticipate and react adequately to hypoglycemia. Accordingly, self-
management is a critical factor for achieving and maintaining optimal blood glucose 
levels. Since more than 95% of diabetes-related care has to be performed by the pa-
tients themselves,8 educating patients about preventing hypoglycemia during driving is 
paramount for diabetes self-management and ultimately for safe driving. However, it 
is important to conduct a more detailed follow-up study, viz. a Delphi study, among 
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the professional care providers regarding the issues that caused some disagreement. It 
is necessary to pay attention to the clarity of the formulation of these SDR behaviors 
that caused some disagreement. Subsequently, the final set of SDR behaviors could be 
tested in an evaluation study. When proved to be effective they could be implemented 
in self-management programs to support safe driving for people with diabetes.   
Conclusion 
We concluded that 24 of the 27 SDR behaviors, based on experiential expertise, are 
also were supported by professional care providers. A recommendation for further 
research is firstly to conduct a more detailed follow-up study, viz. a Delphi study, to 
reach consensus among professional care providers concerning three SDR behaviors 
that caused some disagreement. Secondly, it is recommended to evaluate the final set 
of SDR behaviors as to their ultimate effect on safe driving. 
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Abstract 
Objective 
Identifying and describing successful diabetes-related (SDR) behaviors from reports by experiential experts 
to support people with diabetes in applying for and participating effectively in paid work.  
 
Methods 
Data were collected by conducting in-depth interviews with experiential experts with diabetes (n=47).  
 
Results 
A comprehensive set of SDR behaviors that can help peoplewith diabetes apply for and participate in paid-
work. The most important factors were reported to be the ability to anticipate problems in job applications, 
effective self-management activities to prevent and/or respond to hypoglycemia and hyperglycemia at work, 
informing relevant others in the workplace, and successfully negotiating with employers about adjustments 
to work conditions.  
 
Conclusions 
A set of work-related SDR behaviors was identified. After validation by experiential experts and profession-
als, these could be translated into recommendations and tested in experiments in selfmanagement pro-
grams. 
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Introduction 
Diabetes is one of the most challenging health problems in the 21st century, and health 
care expenditures on diabetes were ccount for 11.6% of the total health care expendi-
ture in the world in 2010.1 The Diabetes Atlas of the International Diabetes Federation 
estimates the global prevalence of type 1 and type 2 diabetes (20 to 79 years) at 6.6% 
in 2010 (285 million people world- wide), and predicts that by 2030 this percentage 
will have risen to 7.8% of the world’s population.1,2 Diabetes can affect patients, em-
ployers, and society by reducing employment opportunities, job loss, absenteeism, and 
health-related work limitations for those who remain employees.3-9  
The literature on the relationship between diabetes and work presents a diverse pic-
ture. A study by Cawley et al.4 comparing persons with diabetes and without diabetes 
in the United States found that the absolute probability of being employed among 
those in the diabetes group was 4.4 percent lower for women and 7.1% lower for men. 
On the contrary, a study in the Netherlands by Nijhuis et al.10 found that the percent-
age of employees among the younger population with diabetes (aged from 20 to 35 
years) did not differ from that in the total Dutch population in the same age category 
(73%).10,11 
However, studies by Weijman et al.11,12 concerning the relationship between diabetes 
and work in the Netherlands show that people with diabetes are more likely to be 
absent from work or to be declared (completely or partially) incapacitated for work 
than with healthy employees. According to Weijman et al.11 employees with a chronic 
disease are assumed to have an increased risk of developing fatigue-related complaints 
because they have to cope not only with ordinary job demands but also with the bur-
den of their disease and its treatment. It is, therefore, essential for employees with 
diabetes to learn self-management skills in relation to their illness, which will facilitate 
integration of their self-management into their work.12 We expect that this learning 
process can be supported by experiential expertise from those who have shown that 
diabetes and employment can go together. Such experiential experts can often be 
found in patient organizations, in this case at the Dutch Diabetes Association (Diabe-
tesvereniging Nederland; DVN). 
The first step toward transferable experiential expertise is to identify patients’ specific 
knowledge (which is often implicit) regarding individual experiences about their bodies 
and illnesses, as well as cure and care, and to convert this into  practical insights that 
enable other patients to cope with their individual illness and disability.13–16 When 
these  experiences are shared and tested by peers, the common body of knowledge 
goes beyond the boundaries of individual experiences and becomes more generally 
applicable experiential expertise. 15,16 Having individual experience of living with a 
chronic disease, which in fact every chronically ill person has, does not necessarily 
imply being an experiential expert. Experiential experts are people who can manage 
their own illnesses and conditions by using their relevant experiential expertise to 
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maintain their health and cope with their illness.16–19 An important aim of using experi-
ential expertise is to help people with a chronic disease to preserve, recover, or in-
crease their social integration and societal participation.13-15,17 In this context, the pur-
pose of our study was to identify successful diabetes-related behaviors (SDR behaviors) 
for the workplace, based on reports by experiential experts in the Netherlands, to sup-
port people with diabetes in applying for and participating effectively in paid work 
(including high-risk jobs). 
Methods 
Study population 
The population (n=47) for this exploratory qualitative study was drawn from the fol-
lowing two sources: (1) the Dutch Diabetes Association (DVN) and (2) a large Dutch 
chemical company (SABIC/Chemelot). At DVN, people with diabetes can be trained and 
certified as an experiential expert who provides members of this association with in-
formation and advice about living with diabetes. Because experiential experts with 
high-risk professions are rare among DVN’s experiential experts, we contacted a group 
of company doctors at a large Dutch chemical company and asked them to recruit 
people with diabetes with a high-risk profession. We asked the company doctors to 
select from their list of employees people with diabetes whom they knew to be func-
tioning well at work despite their chronic disease. 
In the Netherlands, the company doctor is one of the medical practitioners involved in 
caring for employees at the workplace. A company doctor is responsible for preventing 
the absence of employ- ees from the workplace due to illness. He or she is also a me-
diator between employers and employees regarding the vocational reintegration of 
employees. There are also other (medical) professionals involved in caring for employ-
ees in the Netherlands, like occupational health care nurses and the employees’ own 
care provider(s), like internists, family doctors, specialized diabetes nurses and/or di-
eticians. In the Netherlands, when a company doctor wants to offer recommendations 
to employees to encourage their recovery, he or she is always obliged to coordinate 
this with the employees’ own care provider(s). 
We first approached all of DVN’s experiential experts (n=228) by sending them a ques-
tionnaire, accompanied by a letter inviting them to check their eligibility to participate 
in this study. To be eligible, they had to meet the following criteria: having diabetes 
(not partners or parents of patients who do not have diabetes themselves); having 
diabetes while being employed; performing or having performed paid work; and not 
having been out of employment for 5 years or more. Figure 5.1 shows that the re-
sponse was 64% (n=145) and that almost three-quarters of these respondents (n=106) 
were eligible to participate in this study. 
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Because experiential expertise may differ between different types of diabetes and 
professions, we tried to include a sufficient variety of people with diabetes from all 
categories. We therefore, selected the interview participants by means of purposive 
sampling, differentiating participants on the basis of age (younger and older), types of 
diabetes, medication use, and high-risk and non–high-risk professions. Figure 5.1 
shows that we selected 42 DVN experiential experts: 23 with type 1 diabetes and 19 
with type 2 diabetes, who were being treated with oral antidiabetic medication (with 
hypoglycemia as a possible side effect) or insulin or both, with high-risk as well as non–
high-risk professions. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Figure 5.1 Flowchart of study participation. *DVN indicates experiential experts recruited from the Dutch 
Diabetes Association (Diabetesvereniging Nederland; DVN). †Company indicates employees 
recruited from a Dutch chemical company (SABIC/Chemelot) based on recommendations by 
their company doctors. ‡High risk indicates high-risk professions (eg, truck drivers). $Non–high 
risk=non–high-risk professions. 
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In addition, we selected five employees of a large Dutch chemical company 
(SABIC/Chemelot) with type 2 diabetes, treated with oral antidiabetic medication (with 
hypoglycemia as a possible side effect) or insulin or both, with high-risk professions, 
who were functioning well at work. Whenever the remainder of this article mentions 
people with “type 2 diabetes treated with oral antidiabetic medication” this implies 
the use of medication, which may cause hypoglycemia as a side effect (particularly 
sulfonylurea derivatives). Table 5.1 presents demographic characteristics of all inter-
viewees. 
 
 
Table 5.1 Demographics of the Interviewees (n=47) 
Demographics Interviewees 
*DM1 
49% (n=23) 
Interviewees 
†DM2 
51% (n=24) 
Duration of DM, yr   
   Mean 24 15 
   Minimum–maximum 2-45 4-41 
Age, yr   
   Mean 46 62 
   Minimum–maximum 23-79 41-81 
Sex, column%   
   Men 57 63 
   Women 43 37 
Marital status, column%   
   Living together with partner 52 88 
   Living alone 48 12 
Socioeconomic status, column%   
   Lower-secondary education 4 16 
   Higher-secondary education 31 63 
   Higher-professional or university education 65 21 
*DM1 is people with type 1 diabetes mellitus. †DM2 is people with type 2 diabetes mellitus being treated 
with insulin and/or oral antidiabetic medication with hypoglycemia as a side effect. DM indicates diabetes 
mellitus. 
 
High risk professions 
High-risk professions or tasks are defined as jobs or tasks involving a significant risk of 
harm to employees or the public,20 such as process operators in chemical industry, bus 
drivers, taxi drivers, and truck drivers. It is of note that there are differences in the 
requirements for professional drivers in the United States and in Europe. According to 
the literature,21 many US states have a restrictive licensing program for drivers with 
medical conditions. People who are treated with insulin are automatically denied an 
interstate commercial driver’s license (with the exception of some states).21-23 
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The programs in the different states may impose restrictions in terms of speed, geo-
graphic area, or time of day, and there are differences in the rules about reporting 
diabetes to the authorities (voluntary or obligatory).21 
Many European countries also impose restrictions on diabetic drivers, ranging from 
more frequent than usual medical examinations to denial of driving privileges for cer-
tain groups, for instance people with low hypoglycemia awareness. The European Un-
ion has issued a directive stating that people with diabetes who are treated  with insu-
lin are excluded from driving trucks, heavy goods vehicles, and busses. In very excep-
tional cases, an exception can be made for small trucks.21,24 However, this directive is 
interpreted differently in different countries of the European Union.21,25,26 
In the Netherlands, people with diabetes usually get driver’s licenses, which have to be 
renewed more frequently than usual, due to their medical condition. The licensing 
program for professional or commercial drivers (taxi, truck, and bus drivers) with dia-
betes in the Netherlands imposes also restrictions on the term of validity of the 
driver’s license, but, compared to noncommercial drivers with diabetes, it requires 
more frequent medical examinations. 
People with diabetes who apply for a driver’s license for small vehicles (eg, for driving 
a taxi or a private car) can get a driver’s license for a maximum of 5 years (compared to 
the usual 10 years), provided they meet particular medical requirements, as confirmed 
by a written statement from an ophthalmologist every 10 years, and provided the 
medical examiner declares them fit to drive. When people apply for a driver’s license 
for large vehicles (eg, for driving a truck or bus) they can get this driver’s license for a 
maximum of 3 years (compared to the usual 5 years) under strict medical require-
ments, confirmed by a written statement from an ophthalmologist every 5 years and 
provided the medical examiner declares them fit to drive. 27,28 
Ethics 
Ethical approval for this study was obtained from the medical ethics committee of 
Maastricht University (The Netherlands). All participants were guaranteed confidential-
ity and assured that their responses would be presented anonymously. All participants 
gave written informed consent. 
Data collection 
All relevant data were collected in semistructured in-depth interviews. We used an 
interview guide which included the following topics: (1) experiences with applying for 
jobs; (2) the  impact of diabetes on job applications; (3) problems experienced at work 
due to diabetes; (4) measures taken before and during job performance in general as 
well as in high-risk professions or situations; and (5) experiences with informing and 
instructing others (colleagues and/or managers) regarding diabetes. The interviews 
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generally lasted 1 hour (from 45 to 75 minutes). All interviews were digitally recorded 
and transcribed verbatim. 
Analysis 
The study used the Grounded Theory approach, which is a qualitative research method 
that uses a systematic set of procedures to develop an inductively derived grounded 
(in reality) theory about a phenomenon.29 This theory uses concepts in which data are 
grouped and given conceptual labels, which means placing interpretations on the data, 
and relating the concepts by means of statements of relationship.30 The predominant 
themes reflected in the interview transcripts were identified by means of an inductive 
strategy, using open and selective coding in an iterative process of identifying, devel-
oping, and relating concepts. We continued our theoretical sampling, which implies 
that the researcher decides what data to collect next and where to find them, until we 
reached the point of data saturation, where new data confirm the emergent concepts 
without actually adding new insights.31 
Data were analyzed qualitatively using the NVivo 2.0 software package (QSR Interna-
tional, Melbourne, Australia).32,33 We used this tool in our study to make the process of 
data analysis easier and more accurate. It was used to store the transcripts of the in-
terviews, create codes and categories, and examine features and relationships in the 
text to develop the final concepts.32 To increase the reliability of the analysis, we made 
use of “researcher triangulation.”30,34 This means that we used multiple (n=3) re-
searchers who independently analyzed and discussed the outcomes to reach consen-
sus on the findings and interpretations. 
Results 
This section presents a comprehensive set of 10 SDR behaviors, inferred from the in-
terviews with experiential experts, to support people with diabetes in applying for and 
participating effectively in paid work. The SDR behaviors that uniquely apply to work 
are the SDR behaviors “Job applications” and “Work adjustments,” while the other SDR 
behaviors described (for instance, see the “Self-monitoring and Self-regulation” sec-
tion) could also be relevant to other settings. These behaviors are mentioned here 
explicitly in the context of work, however, to emphasize their importance for employ-
ees with diabetes in achieving and maintaining diabetes control at work. Because of 
privacy reasons, we replaced the original initials of the participants, where the quotes 
later come from, by pseudo initials. 
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SDR Behaviors 
Job applications 
The following statement by the American Diabetes Association can be used as a gen-
eral starting point for people with diabetes: “Any person with diabetes, whether insu-
lin (treated) or noninsulin (treated), should be eligible for any employment for which 
he/she is otherwise qualified.”20 Experiential expertise is essential here. When applying 
for a job, it is wise to keep the following in mind. 
 
a. Certain professions and functions may be difficult to perform for people with dia-
betes because extra physical or mental or both efforts are required, for example, 
police work, shift work at assembly lines, or construction work in the building in-
dustry. Before choosing an occupation, it is important for applicants to consider 
whether and how a particular profession or job can be compatible with their dia-
betes. 
 
In principle, someone with diabetes can work in a high-risk profession just as well as 
someone without diabetes, but the persons with diabetes will always need to ask 
themselves “Is this a profession that combines well with my diabetes?” What I mean is, 
someone who has to do physically demanding construction work, or has work shifts 
that keep changing, or is a bus driver, and whose diabetes is well-controlled and who 
knows their own characteristics well, they can easily do such jobs. But if someone’s 
diabetes is not so well controlled and he doesn’t know himself very well, it wouldn’t be 
a good idea to choose such a profession. So those are the things you always have to 
weigh up. (Quote from E.G.) 
 
b. It is important for applicants to prepare well before applying for a job and to make 
sure their diabetes is manageable and allows them to function well at work. It is 
essential for applicants to have knowledge about their diabetes and to have the 
required  self- management skills (see also SDR behaviors, “Obtaining Knowledge 
and Information” and “Self-monitoring and Self-regulation” sections). 
 
When applying for a particular job it’s important to prepare well for the job interview. 
To avoid problems at work you must figure out how your diabetes can be combined 
with that job of course. If you have sufficient knowledge of your diabetes and skills to 
manage the diabetes and you think you can handle that job with your diabetes, it 
should be no problem to apply for it. (Quote from A.M.) 
 
c. Applicants in the Netherlands are not obliged to inform the selection committee 
that they have diabetes if this is not relevant to their duties. However, if applicants 
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can expect their diabetes to hamper them in carrying out their duties, they should 
mention this in the job interview. 
 
I don’t usually mention my diabetes at the job interview. If it’s not relevant to the way 
you function, you’re not obliged to mention that here, so why should I? But if you know 
you’re going to be off sick more often because of your diabetes, then you have to men-
tion that. Or you might get into trouble. (Quote from M.R.) 
 
d. If applicants want to inform the selection committee about having diabetes as a 
matter of principle, it is useful for them  to also indicate how they are managing 
their diabetes. Nevertheless, it is advisable for them not to put too much emphasis 
on diabetes as a condition during the job interview, but to focus their attention on 
the skills and experiences they have  acquired to meet the requirements of the 
new job with their diabetes. 
 
I want to be open about my diabetes in a job interview, on principle, as it’s simply a 
part of my life. I don’t want to hide it, as you can’t keep that up forever, but I don’t 
want to emphasize it either. I’m able to manage my diabetes well, so I always turn it 
into a positive story during job interview . . . and the people in the selection committees 
have always appreciated that very much. (Quote from C.K.) 
 
e. When an applicant expects to be more frequently absent from work than their 
colleagues, for diabetes-related reasons, they had better not to mention their dia-
betes in the letter of application or in their first job interview. It would be prefer-
able to mention this at a later stage in the selection procedure, for instance when 
the employment contract is discussed. This might be the time to discuss how ab-
senteeism due to diabetes can be prevented as much as possible. 
 
If you think you’ll be off sick more often . . . it’s better to discuss that shortly before 
signing the job contract, so not immediately at the first interview. Then if you’re not 
given the job, at least you know it’s not because of your diabetes. During the final se-
lection round, you can discuss with your future boss how to prevent any sick leave as 
much as possible. (Quote from H.M.) 
 
f. In the Netherlands, an employer is not allowed to ask any questions about an ap-
plicants’ state of health during a job interview. In practice, however, questions 
about the health status are often asked by employers. Dutch applicants can lodge 
a complaint with the Dutch Equal Treatment Commission. 
 
It’s good to know that the selection committee is not allowed to routinely ask questions 
about your health . . . . (Quote from T.R.) 
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If you suspect that your application has been rejected because of your diabetes, you 
can of course always lodge a complaint with the Equal Treatment Commission. It doe-
sn’t really get you very far, though, as you won’t get the job anyway, but at least 
you’ve reported it, and that’s important too. (Quote from P.B.) 
 
g. Dutch law on medical examinations prohibits indiscriminate medical examinations. 
The type of profession or duties determines the necessity of a medical examina-
tion. In the Netherlands, a medical examination must be announced in the re-
cruitment stage if appropriate and can only be carried out at the end of the selec-
tion procedure. If employers violate this rule, applicants can lodge a complaint 
with a national complaints commission. 
 
It’s now only allowed to have people undergo a medical exam for certain professions. 
Those are high-risk professions, so where other people’s health and safety may be at 
stake, as with bus drivers. The medical exam can only be done at the end of the whole 
procedure . . . If a company doesn’t comply with that, you can lodge a complaint with a 
complaints commission on job medicals, so you’ll be able to report it. (Quote from R.G.) 
Obtaining knowledge and information 
To facilitate job applications and effective participation in paid work, it is important for 
people with diabetes to take responsibility themselves for learning to live with their 
condition. The following sources can be consulted to obtain useful knowledge and 
information about living with diabetes and to increase one’s understanding of it: pro-
fessionals in the field of diabetes; the diabetes association and/or its experiential ex-
perts; regional meetings on diabetes organized by hospitals, family doctors, or the 
diabetes association; diabetes education courses teaching knowledge and skills to 
manage diabetes, as provided by health care institutions or the diabetes association; 
and Web sites about diabetes and work. 
 
The main thing is to understand your own disease, otherwise you don’t know much 
about it and things can go badly wrong, at work too. Of course, if you want to find out 
more about the disease you can ask the doctor who’s treating you, or look it up on the 
Internet, but my family doctor told me about the diabetes association. So I became a 
member of that, and they gave me really good information. The association also has 
experiential experts that you can consult if you have any questions, and they’ve also 
got a really good Web site. (Quote from M.L.) 
 
The DVN diabetes association regularly organizes meetings on a particular topic, for 
instance about hypos. You learn a lot at those meetings. And DVN also offers courses to 
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teach you how to cope with your diabetes; they’re very good. In the beginning I didn’t 
know how to treat my diabetes correctly and I made a lot of mistakes. But eventually, 
when I became a member of DVN, I took their diabetes course. Since then I’ve learned a 
lot about diabetes. I’m much more aware of what can happen if I don’t manage it pro-
perly. Now I know what impact that might have. I didn’t know this before. You can also 
take such courses at the hospital; they offer them too. (Quote from J.B.) 
Self-monitoring and self-regulation 
It is essential to keep blood glucose concentrations well balanced. Effective self-
monitoring and self-regulation of diabetes are crucial to avoid problems at work as 
much as possible (particularly when using insulin). The following SDR behaviors were 
formulated to improve self-monitoring and self-regulation. 
 
a. Aiming for a nutrition pattern that matches employees’ individual circumstances and 
working conditions. If problems should nevertheless arise, it is useful to give the 
company doctor permission to contact one’s own doctor. They can then discuss 
ways to optimize the diabetes treatment to fit the working conditions. 
 
Well, at the hospital I do shift work, and I had great problems when changing shifts. I 
consulted my doctor several times . . . but it didn’t get better. When I was called in to 
see the company doctor, I gave him permission to contact my own doctor . . . They then 
discussed my eating patterns, my shifts, and my medication, and how they could best 
be combined with the shift work. They drew up an action plan, and I must say I’ve had 
far fewer hypos since then. (Quote from T.P.) 
 
b. Always taking sufficient medication and self-measuring of blood glucose (SMBG) 
equipment to work to measure one’s blood glucose concentrations. Medications 
(like insulin and glucagon) should be stored in a cool room or refrigerator when  
outside temperatures are high. 
 
I always make sure that I have my measuring equipment in my bag. I also think it’s 
important to have a small supply of insulin and glucagon in the fridge at work. So you’ll 
never find yourself without if you’ve forgotten to bring something, and you’re prepared 
for emergencies. (Quote from L.M.) 
 
c. Always taking food along to the workplace, which contains rapidly absorbable 
carbohydrates (like grape sugar) and/or slowly absorbable carbohydrates (like a 
sandwich), to be able to respond to impending and actual hypoglycemia. The rap-
idly absorbable carbohydrates should be kept within arm’s reach for immediate 
use. 
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I always make sure that I have my grape sugar and soft drinks in my bag of course, as 
they contain rapid-action carbohydrates. That’s necessary to quickly raise you blood 
glucose. It’s important to have them at hand at work, so you can use them immediately 
if necessary. I also carry some sandwiches in my bag. They provide slow-acting carbo-
hydrates, so you need them to keep your blood glucose at the right level over longer 
periods. (Quote from B.G.) 
 
d. Taking the time at work to periodically measure and if necessary adjust blood 
glucose concentrations, for example, before a coffee break, before lunch and be-
fore an afternoon break. Watching out for physical signals that may indicate hypo-
glycemia or hyperglycemia or an impending hypoglycemia or hyperglycemia and 
measuring blood glucose whenever these signals occur. 
 
At work I always used to check my blood sugar level, usually before every break, but 
sometimes I had to do a lot of walking at the nursing home, and sometimes I just for-
got. And then if my blood glucose became low, I would notice that, I just wouldn’t feel 
very well. So, I’d quickly check it, and if it was too low, I’d eat something. (Quote from 
D.E.) 
 
e. Making day curves to learn to recognize one’s own physical response pattern in 
certain situations (making day curves requires recording any nutrition consumed, 
exercises performed, antidiabetic medication used, emotions experienced, and 
the associated blood glucose concentration that were measured). Doctors or spe-
cialized diabetes nurses can help patients make and interpret day curves, which 
give a general indication of blood glucose concentrations under different circum-
stances. 
 
Making day curves helps you get to know your body better. It means measuring your 
blood glucose level at specific times of the day and writing the values down in a note-
book. You also have to record what you’ve eaten and what you’ve done in terms of 
sports or other activities, and how you felt while doing them. You also have to note 
down emotional experiences, such as when you’ve been stressed or whatever. You have 
to put all that in. You then take this to the diabetes nurse, and she can combine and 
interpret them. That gives you a general idea of your blood sugar levels in different 
situations. (Quote from F.A.) 
Responding to hypoglycemia at work 
People with diabetes may be confronted at work with hypoglycemia (blood glucose 
concentrations less than 3.5 mmol/L), which may cause cognitive dysfunction. It is, 
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therefore, very important to respond effectively to impending or actual hypoglycemia, 
particularly in high-risk professions (such as professional drivers and process opera-
tors), or when performing high-risk tasks (like driving or operating machinery) which 
involve significant risk of harm to employees and/or the public.14  The following SDR 
behaviors can be used to respond effectively to hypoglycemia at work. 
 
a. Being attentive to signals like perspiring, trembling, palpitations, blurred vision, 
hunger, irritability, slowness, and loss of concentration, which can indicate hypo-
glycemia. Employees should also know their own hypoglycemia signals, as these 
may differ from one person to the next (in the case of reduced hypoglycemia 
awareness, see also SDR behavior "Reduced Hypoglycemia Awareness" section). 
 
Well, it’s always annoying when hypoglycemia occurs at work, so you have to be atten-
tive to the signals, like trembling, perspiring, blurred vision, or hunger, but also to the 
personal signals so you can react in time. (Quote from G.H.) 
 
b. Stopping the activity in hand as soon as possible when noticing warning signs of 
hypoglycemia, particularly while performing high-risk tasks (eg, bus driving or op-
erating hazardous machinery). It is important to make arrangements with manag-
ers or employers on how to respond in such situations, and to inform colleagues 
who might be able to take over the work activities. 
 
When I’m in the office sitting at my desk and I get hypoglycemia, it is mostly un-
pleasant for myself. Then I have to interrupt my work to check and regulate my blood 
sugar . . . But if you’re a bus driver or  have another high-risk profession, then you have 
to stop your work at once and adjust your blood glucose level, or there may be an acci-
dent. It means you have to discuss with your boss what needs to be done in that situa-
tion, for instance, which colleague is going to take over from you. (Quote from Y.S.) 
 
. . . for instance if you feel a hypo coming on. You might agree to warn some colleagues 
. . . Then they know what to expect and you won’t have to do a lot of explaining when 
the situation arises. (Quote from W.B.) 
 
c. Measuring one’s blood glucose concentration, adjusting it if necessary and asking 
colleagues for help when appropriate. 
 
If I’m helping a patient and I feel unwell, I ask one of my colleagues to take over. I have 
to interrupt my work for a moment to measure my blood glucose level, and if it’s too 
low, I have to eat something first before I can continue my work. (Quote from V.L.) 
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d. Adjusting insufficient blood glucose concentrations by using  a product containing 
quickly absorbable carbohydrates, such as glucose or energy drink. 
 
If I’m having a hypo I always take grape sugar or an energy drink, as they contain rapid 
action carbohydrates, so that’s the quickest way to recover. (Quote from R.H.) 
 
e. If necessary, consuming another product containing carbohydrates absorbed after 
15 to 20 minutes (like bread) to maintain the restored glucose concentration. 
 
If I have a severe hypo, I first take a couple of Dextrose tablets. . . I then wait for about 
a quarter of an hour and then I usually have a sandwich as well. Because bread con-
tains these slow-acting carbohydrates, so my blood glucose level stays up for longer. 
(Quote from H.A.) 
 
f. Measuring the blood glucose concentration again after about 30 minutes to find 
out if it has been restored. 
 
After such a hypo, after I’ve adjusted my blood glucose, I measure it once more after 
half an hour, to make sure. I want to see if my blood glucose is really back to normal. 
Well, and if it’s between 5 and 9 millimol per liter, then I know it’s all right. (Quote from 
V.T.) 
 
g. Resuming activity when the blood glucose concentration has recovered and the 
employee feels well again (aiming for a blood glucose concentrations between 5 and 
9 mmol/L). 
 
Once my blood glucose value is back to normal and I feel well again, I just pick up my 
work where I left off. (Quote from N.O.) 
Responding to hyperglycemia at work 
Hyperglycemia (blood glucose concentrations ≥10 mmol/L) can adversely affect some-
one’s responsiveness and may in the long term lead to complications like retinopathy. 
Responding effectively to hyperglycemia at work involves measuring blood glucose 
when noticing signs like thirst, frequent urination, fatigue, irritability, and/or blurred 
vision. The employee should drink extra water to reduce thirst and to prevent dehy-
dration. It is also important to revise, in consultation with the care provider, the nutri-
tion and exercise patterns and the types and amounts of medication used, and adjust 
them when necessary. 
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In my case, hyperglycemia doesn’t occur as often as hypoglycemia, but when I suddenly 
feel very tired, it’s usually caused by high blood sugar. Then I’m also very thirsty and 
have to drink a lot of water to avoid getting dehydrated. (Quote from I.D.) 
 
If those episodes of hyperglycemia are going to be more frequent, I’ll definitely see my 
doctor. He can see whether the insulin or my eating habits need to be adjusted or 
whether I should adjust my activity pattern. It’s bad for you health to keep going with 
high blood sugar levels. (Quote from K.W.) 
People with type 2 diabetes who have no SMBG equipment  
In the Netherlands, people with type 2 diabetes who are exclusively treated with oral 
antidiabetic medication (which may have hypoglycemia as a side effect) frequently 
have no SMBG equipment. Without such equipment, it is impossible to assess blood 
glucose concentrations exactly. This can be dangerous because of the risk of hypogly-
cemia, especially when high-risk tasks have to be carried out at work. The following 
SDR behaviors are useful for these people. 
 
a. Consuming meals and snacks on time. 
 
If you take certain blood glucose lowering tablets, you’ll have to eat your meals at fixed 
times, or you might get hypos. The problem is that not everybody with type 2 diabetes 
does this. That’s the big danger. (Quote from G.M.) 
 
b. When signals of hypoglycemia occur, it is useful to consume a small extra amount 
of carbohydrates, like an apple or a piece of gingerbread, before performing a 
high-risk task (eg, driving a taxi or handling dangerous machinery). 
 
It’s important to have a little snack before starting on a high-risk activity, such as driv-
ing a taxi or a bus, as you might  otherwise endanger the passengers. (Quote from A.T.) 
 
c. When signals of hypoglycemia occur, using a glucose meter will help find the cause 
(eg, not having consumed enough food or being treated with an inappropriate dosage 
of antidiabetic medication). People with diabetes might be able to borrow a glucose 
meter temporarily from their care provider. If hypoglycemia still occurs, they should 
consult their care provider to purchase SMBG equipment. 
 
If you frequently have trembling legs or feel unwell, I think it’s important to discuss with 
the diabetes nurse whether it  would be useful to buy a blood glucose meter, so you can 
at least check whether it’s related to low blood glucose. . . . You can also first borrow a 
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meter from the nurse. That won’t cost you anything, and you can just return it after a 
while. (Quote from E.J.) 
Reduced hypoglycemia awareness 
People with reduced hypoglycemia awareness may fail to notice physical warning sig-
nals like perspiring and trembling, which may accompany impending hypoglycemia. 
Moreover, the meaning of low blood glucose concentrations differs from one person 
to another. One person may notice signs when the blood glucose concentration is 
around 3.5 mmol/L, whereas another may not notice them until it is down to about 
2 mmol/L. When the blood glucose concentration drops further and the person notices 
this too late or not at all, responding effectively to hypoglycemia becomes difficult or 
even impossible. The following SDR behaviors are intended to reduce the risk of hypo-
glycemia at work for people with reduced hypoglycemia awareness: 
 
a. Carrying out extra blood glucose measurements everyday, but always before per-
forming high-risk tasks (eg, handling dangerous machinery or driving). 
 
I have many people in my bus everyday, so that’s a precious cargo, so I can’t afford to 
get a hypo while I’m behind the wheel. I measure my blood sugar very often everyday 
because I don’t always feel a hypoglycemic episode coming on. In fact, when I measure 
my blood sugar concentration many times a day, I’m well informed about my blood 
sugar concentrations, so when an episode comes on I can usually intervene in time. 
(Quote from L.P.) 
 
b. Consulting one’s care provider and trying to find out together what causes the 
reduced hypoglycemia awareness. 
 
If your diabetes is very tightly controlled, it might be that you don’t clearly feel a hypo 
coming on. The problem might be solved by adjusting your medication, but the low 
hypoglycemia awareness might have other causes too. So then it’s important to consult 
your doctor to find the cause. (Quote from P.F.) 
 
c. Deliberate with one’s care provider if attending a “hypoglycemia- awareness train-
ing” at a hospital or with the diabetes association is sufficient to learn how to rec-
ognize the signals of hypoglycemia again. Sometimes more specialized education 
may be needed and an individualized plan should be developed. 
 
I’d been having problems of not feeling my hypos coming on, and I didn’t know some-
thing could be done about it. When I discussed this with my diabetes nurse, she sugge-
sted I’d take one of these hypo- awareness training courses offered by the hospital or 
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the diabetes association. I’m glad I took her advice, as the course really helped me a 
lot. (Quote from M.C.) 
 
d. Considering, in consultation with one’s care provider, whether using an insulin 
pump would be a good option. Using continuous subcutaneous insulin infusion 
makes it easier to adapt the amount of insulin infused at short notice to altered 
requirements, for example, due to physical exertion. 
 
I really had a big problem with these fluctuating blood glucose levels. I simply couldn’t 
do my job anymore. . . . I’m so happy now that I’ve got this insulin pump. It’s much 
easier now to adjust the insulin supply to my body’s needs . . . and I can at least do my 
job again. (Quote from W.D.) 
 
e. Considering, in consultation with one’s care provider, whether using a continuous 
blood glucose sensor would be a suitable option. Such sensors are, however, cur-
rently very expensive, and, to date, in the Netherlands, rarely covered by health 
insurance. 
 
In my profession I’m very much responsible for other people, so I simply can’t afford to 
get a hypo during my work. So, I very often have to measure my blood glucose level at 
work. I’ve now got this continuous blood glucose sensor, so I feel a lot more at ease, as 
I can just trust the glucose sensor, and have to measure the level less often. The disad-
vantage is that these devices are very expensive, and Dutch health insurance doesn’t 
cover them. (Quote from S.L.) 
Fluctuating blood glucose concentrations 
People with diabetes sometimes have fluctuating blood glucose concentrations, for 
example, as a result of irregular working hours. This may impede effective functioning 
at work. The following SDR behaviors were reported to be used to restore fluctuating 
blood glucose concentrations. 
 
a. Consulting one’s care provider about adjustments of meal times and/or medica-
tion and/or physical activities to adapt to irregular working hours. 
 
In the beginning, I had a few hypoglycemic episodes a week, but as time passed they 
occurred more and more often, finally everyday. That was very annoying. When I talked 
about this problem with my diabetes nurse, she informed me about fluctuating blood 
glucose concentrations and drew up a good treatment plan. For me, it’s a great relief 
that I’m feeling much better now and I’m grateful to my diabetes nurse for helping me. 
(Quote from T.G.) 
I D E N T I F Y I N G  E X P E R I E N T I A L  E X P E R T I S E  
 83 
 
b. Performing extra daily blood glucose concentration measurements during and 
after shift work, to be able to respond effectively to hypoglycemia or hyperglyce-
mia. 
 
Of course being a bus driver means very irregular working hours . . . and my body does 
respond to that. . . . It’s especially after I switch shifts that I need to check my blood 
glucose more often than usually, as my blood glucose levels then fluctuate more. (Quo-
te from D.P.) 
 
c. Making a day curve before consulting one’s care provider (see also SDR behavior 
"Self-monitoring and Self-regulation" section, [e]). 
 
It’s a good idea to make such a day curve before you consult your doctor. That offers 
you a general idea of your blood glucose levels, and you get to know your body’s reac-
tions in different situations. (Quote from F.G.) 
 
d. Constructing an appropriate treatment scheme in consultation with one’s care 
provider to achieve a well-balanced diabetes regulation as soon as possible. Giving 
permission to the company doctor to discuss with one’s own care provider how ef-
fective diabetes control can be achieved in the workplace. 
 
If you want to get your diabetes under control as soon as possible, it’s important to 
draw up a good treatment plan as soon as possible, together with your care provider. 
It’s also a very good idea to give your company doctor permission to contact your own 
doctor. They can then decide together what is the best way to control your diabetes at 
work. (Quote from A.P.) 
 
e. Trying to achieve a well-balanced diabetes regulation and to detect and respond 
to hypoglycemia more effectively, by considering, in consultation with one’s care 
provider, if using an insulin pump and/or a continuous blood glucose sensor would 
a suitable option (see also SDR behaviors “Reduced Hypoglycemia Awareness” 
section, [d] and [e]). 
 
That insulin pump is a real boon, and now with the continuous glucose sensor it’s even 
easier. I now have to check my blood glucose far less often, so I feel more at ease. 
(Quote from N.F.) 
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Informing and instructing others 
Dealing effectively with one’s diabetes at work involves not being hindered in the per-
formance of all necessary diabetes-related measures, such as regularly measuring 
blood glucose concentrations, consuming food in between meals, or using products 
with quickly absorbable carbohydrates, and using medication at work if necessary. The 
following SDR behaviors could help keep up the employee’s own health as well as good 
relationships with colleagues and managers at work. 
 
a. Informing one’s immediate colleagues and managers about having diabetes and 
explaining the monitoring and regulation procedures for diabetes. 
 
I think it’s important that your colleagues know about your diabetes. When you have to 
leave the room occasionally, it’s clear to them you have to measure your blood glucose 
concentration or eat something to regulate it. You can also ask colleagues to take over 
your work when necessary and you don’t have to answer annoying questions all the 
time. (Quote from W.P.) 
 
b. Giving brief instructions to immediate colleagues and/or managers about how and 
when they can offer help in specific situations (emergencies) at work. 
 
I told my colleagues what they can do in an emergency. I even made photocopies of an 
instruction sheet to put under the desk mat, telling my colleagues briefly what to do in 
case I’m having a hypo. (Quote from K.H.) 
Work adjustments 
When an employee has or develops diabetes during their working life, it is essential for 
him or her to learn to manage the condition effectively as soon as possible. Work ad-
justments may also be necessary to continue to function well at work. 
 
a. In the Netherlands, company doctors can support employees during sick leave and 
also assist their reintegration into the workforce. When employees experience 
problems at work due to their diabetes, they should consult the company doctor 
and ask for support. 
 
The company doctor . . .  gave me plenty of time to get it sorted out. He was really gre-
at. He said, “Just try to get back into it, at your own pace.” So I did. I started working a 
few hours more everyday, and now I’m back to full-time. So if you’re having problems 
at work due to diabetes, I’d say, “Go to the company doctor and ask for help.” That’s 
really very useful. (Quote from J.D.) 
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b. Employees may be helped to function effectively in the workplace by means of 
work adjustments, like adjusting their work plan or work schedule in consultation 
with their manager and the company doctor. It is important to determine how the 
work can be adjusted to enable effective treatment of their diabetes and success-
ful reintegration after sick leave. 
 
My eyes were getting worse because of retinopathy, and at a certain moment, it star-
ted troubling me at work and I had to take sick leave. My manager then tried to find a 
solution. So they adjusted my computer . . .  and I also got a special pair of glasses . . .  
and my working hours were reduced to half days. Well, it’s a lot better now. . . I find it 
much easier to read what’s on the monitor. . . . At least now I can function well again. 
(Quote from R.V.) 
 
c. When diabetes-related problems arise due to irregular working hours, it is impor-
tant for employees to discuss this with their care provider(s) first. In consultation 
with the manager and/or company doctor, they should then examine which work-
ing hours are most compatible with effective treatment of their diabetes and how 
this can be arranged to fit in with the company’s irregular working hours. This 
should reveal which working hours would be suitable for the employee, thus con-
tributing to a successful reintegration. 
 
The  irregular working hours meant my  diabetes was  not well- controlled, so I went to 
see my doctor. He then told me to stop doing physically heavy work. . . .  The company 
doctor then discussed it with the manager and they decided to take me out of the 24-
hour shift system  . . . and I was no longer given heavy work to do. I could still do all the 
process control tasks . . . and my working hours were also adjusted. . . .  Someday I’ll 
probably be fully reintegrated and work in my old schedule again, but for now my work 
is on a therapeutic basis . . . and that’s going very well. (Quote from M.O.) 
 
d. Obtaining information about “diabetes and work” from experiential experts of the 
diabetes association can also be useful. 
 
I then consulted the experiential experts at DVN, and they helped me a lot. I talked to 
someone who referred me to an agency that helps people with visual impairments. 
After discussions with my manager and the agency, they arranged for me to get a spe-
cially adapted computer and I can now do my work again. (Quote from V.L.) 
 
e. If diabetes-related problems at work persist and it turns out there are no possibili-
ties for adjustments to working hours, workplace environment, tools, and/or 
tasks, the employee should look for another job. This does not imply quitting their 
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job immediately, but collecting information about other opportunities from an 
employment office, the social security office, or job centers. 
 
I could no longer do on-call shifts, as I had too many hypos at night. And the other col-
leagues couldn’t accept that. They complained about it to the new manager, and he 
decided I was no longer fit for the job. . . . I tried everything to keep my job, but it didn’t 
work out. So, I then went to the unemployment office to get some information . . .  and 
I then took the plunge and started my own photography company . . . and so far, I like 
it a lot. (Quote from R.G.) 
Discussion 
Our research has resulted in a comprehensive set of 10 SDR behaviors to support peo-
ple with diabetes in applying for and effectively participating in paid work. Our inter-
view findings confirm that appropriate self-management of the disorder is a key issue. 
This presupposes some practical medical knowledge (monitoring and interpreting 
blood glucose concentrations) and technical skills (dealing with SMBG equipment 
and/or injecting insulin). Self-management involves the application of these measures 
during, and embedded in, everyday work, especially in high-risk professions or when 
performing high-risk tasks. It also implies managing one’s psychosocial identity effec-
tively, which means legitimizing the adapted behavior as diabetes-related behavior 
toward colleagues, managers, and/or employers, if desired or necessary. It also covers 
negotiating with employers about adjusting working conditions if necessary. Essential 
elements include anticipating and responding to impending or actual hypoglycemia 
and hyperglycemia. When performing high-risk tasks involving significant risk of harm 
to employees and/or the public (eg, professional drivers), it is crucially important to 
take additional blood glucose measurements before performing such tasks, and if nec-
essary taking additional measures to prevent hypoglycemia and hyperglycemia. In the 
case of persons with reduced hypoglycemia awareness, the interviewees reported that 
it was crucial for an employee to know about this reduced awareness and to always 
take additional blood glucose measurements to ensure safe work. But even if a per-
son’s individual physical warning system is not fully reliable, suitable behavior based 
on cognitions makes it possible to function effectively at work. 
Of course, many of the SDR behaviors (for instance SDR behavior described in the 
“Self-monitoring and Selfregulation” section) could also be relevant to other settings 
or life domains. This self-monitoring of the blood glucose is also mentioned as one of 
the selfcare behaviors in guidelines for diabetes education.35 However, many SDR be-
haviors reported by experiential experts in our study are crucial for people to function 
properly at work, particularly in high-risk jobs. Because many people with diabetes lack 
appropriate self-management skills at work, according to the interviewees as well as 
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the literature,36 it is important to mention them here explicitly in the context of work, 
to enable people to achieve and maintain diabetes control at work. 
The strength of our study is that its findings are based on interviews with people with 
personal experience of living with diabetes. This enabled us to identify and describe 
SDR behaviors, as these behaviors have been successfully tried and tested in real-life, 
work-related circumstances. In previous research, Kivits37 found that there was an 
“everyday dimension” to the kind of information people were seeking on the internet 
and that in this perspective, “experiential expertise” was sometimes valued above 
medical expertise. This means that information received from people with direct ex-
perience of living with a chronic disease can be of considerable value.38 The fact that 
the SDR behaviors in our study are closely connected to the reference framework of 
people with diabetes probably makes them easier to understand and possibly to com-
ply with, which is an essential condition for effective self-management by those living 
with a chronic disease. A limitation of our study is that the findings have not yet been 
validated by peers (experiential experts) and professional care providers in the field of 
diabetes. An important recommendation for further research is therefore a validation 
study by such experiential experts and professionals. After validation, these SDR be-
haviors could be translated into recommendations, which can be tested in experiments 
in self-management programs to support people with diabetes in applying for and 
participating effectively in paid work. 
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Abstract 
Objective 
To validate successful diabetes-related behaviors, proposed by a group of experiential experts, to support 
people with diabetes in applying for and participating effectively in work. 
 
Methods 
In a survey among 77 experiential experts and 21 professional care providers, the behaviors were critically 
appraised regarding several key characteristics.   
 
Results 
Experiential experts (median scores: 91, 86 and 86%) and professionals (median scores: 76, 76 and 81%) 
mostly agreed with these behaviors in terms of clarity, content and relevance, respectively. Feasibility was 
seen as somewhat problematic, with median scores by experiential experts and professionals of 65% and 
52%, respectively. 
 
Conclusions 
Both groups confirmed the validity of the proposed work-related behaviors that were expected to support 
people with diabetes. The challenge is to implement these behaviors in practice, by effective dissemination 
and incorporation in work-related self-management programs. 
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Introduction 
The increased global prevalence of diabetes (6.6%) presents a growing health threat to 
people all over the world.1,2 The prevalence of diabetes in the Netherlands in 2007 was 
740 000, which is approximately 4.5% of the population.3 This increase is particularly 
due to the incidence of type 2 diabetes, which is rising because of aging populations, 
dietary changes, and reduced physical activity.1,4 This implies that diabetes will become 
more common in the working-age population.5,6 Employment and work productivity 
are important issues for employees with diabetes, as well as for employers and society 
itself, as diabetes can affect employment in a number of ways, e.g. through productiv-
ity loss and increased health problems.5-10 Limiting the consequences of this disease 
requires effective strategies. Nowadays, care provision is increasingly seen as a col-
laboration between equals in which the professional care providers are regarded as 
experts on diabetes and its treatment and the persons with diabetes are seen as ex-
perts on their lives and what will work for them.11 Nonetheless, more important than 
medical treatment by health care professionals is the patients’ key role in the man-
agement of their disease, referred to as self-management.4 Self-management goes 
beyond medication adherence and consists of behavioral, cognitive, and emotional 
responses to a constantly changing state of one’s condition11. Effective meal planning, 
sufficient physical activity, smoking cessation and taking medication as described are 
very important self-management behaviors.4,11 People with diabetes have to cope not 
only with ordinary job demands, but also with the burden of managing their disease.7 
However, many people with diabetes experience difficulties with self-management, 
particularly as regards maintaining behavior change which is often necessary.4,12 What 
is most difficult on the one hand is finding the best balance between food intake, 
physical activity and medication effects4,13 and on the other hand integrating this bal-
ance into daily work.14  
Thus, people with diabetes and their professional care providers need to create useful 
ways to support effective self-management which promote desired medical outcomes, 
social integration and societal participation. Professional care providers are often dis-
couraged when people with diabetes do not adhere to the well-intended recommen-
dations given, resulting in suboptimal medical outcomes. However, people with diabe-
tes are discouraged when these recommendations impede their functioning at work 
and in fulfilling their social roles.4,14  
The Dutch Diabetes Association (Diabetesvereniging Nederland; DVN) emphasizes that 
experiential experts with diabetes, who are trained and certified by this association to 
support peers, are able to manage their illness and conditions in daily life, facilitating 
successful participation in paid work. Experiential experts are people who can manage 
their own illnesses and conditions by developing expertise relevant to maintaining 
health and countering illness, with the aim of preserving, recovering and increasing 
social integration or reintegration and societal participation.15-18 Experiential experts 
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suggest that experiential expertise can bridge the gap between the medical diabetes 
regimen and living every day with diabetes in a social context, among others referring 
to factors as work, family and neighbourhood.4 
In one of our previous studies regarding work,19 47 experiential experts drew up a list 
of successful diabetes-related (SDR) behaviors (table 1) that can support people with 
diabetes in applying for and participating effectively in paid work, including high-risk 
professions (e.g. professional drivers). The SDR behaviors identified in the previous 
study fit in well with the frame of reference of people with diabetes, which presumably 
makes them easier to understand and more likely to be complied with. This is an es-
sential condition for effective self-management by those living with a chronic disease. 
After validation by peers and professional care providers, these SDR behaviors can be 
implemented in practice by effective dissemination and incorporation in work-related 
self-management programs.  
The aim of the present study was to validate these SDR behaviors by determining their 
generalizability and acceptance among experiential experts (peers) as well as profes-
sional care providers. For this purpose, we examined to what extent a larger group of 
experiential experts and a group of professional care providers working in the field of 
diabetes and/or employment agreed or disagreed with the clarity of the wording, the 
correctness of the content, the relevance and feasibility of the proposed work-related 
SDR behaviors (Table 6.1). 
 
Table 6.1 Successful diabetes-related (SDR) behaviors to support people with diabetes in applying for a 
job and functioning effectively at work* 
1) Job applications 
 1a)  Certain professions may be difficult for people with diabetes because of physical and/or mental 
efforts. Applicants should consider whether and how a particular job can be compatible with 
their diabetes. 
 1b)  Make sure the diabetes is manageable and allows the person to function well in his/her 
particular job. Applicants should have knowledge about their diabetes and to have the required 
self-management skills (see also SDR behaviors 2 and 3 below). 
 1c)  If applicants can expect their diabetes to hamper them in carrying out their duties, they should 
mention this in the job interview. Note: regarding the disclosure of diabetes in a job interview, it 
is recommendable to act in compliance with country-specific confidentiality laws. 
 1d)  If applicants want to inform the selection committee about having diabetes as a matter of 
principle, it is useful for them to also indicate how they are managing their diabetes and focus 
their attention on the skills and experiences they have acquired to meet the requirements of 
the new job with their diabetes. 
 1e)  When an applicant expects to be more frequently absent from work than their colleagues, for 
diabetes-related reasons, he/she had better not to mention the diabetes too early, for instance 
when the employment contract is discussed.  
 1f)  In the Netherlands, an employee is not obliged to answer any questions about his/her state of 
health during a job interview.  
 1g)  In the Netherlands, a medical examination must be announced in the recruitment stage if 
appropriate and can only be carried out at the end of the selection procedure.  
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2)  Obtaining knowledge and information  
The following sources can be consulted to obtain useful knowledge and information about living with 
diabetes: 
 2a) professionals in the field of diabetes; 
 2b) the diabetes association and/or its experiential experts 
 2c) visiting regional meetings on diabetes organized by hospitals, family doctors or the diabetes 
association 
 2d) taking diabetes education courses as provided by health care institutions or the diabetes 
association  
 2e) consulting websites about diabetes and work. 
3) Self-monitoring and self-regulation  
 3a) Aiming for a nutrition pattern that matches employees’ individual circumstances and working 
conditions. In case of problems it is useful to give the company doctor permission to contact 
one’s own doctor to optimize the diabetes treatment to fit the working conditions.  
 3b) Always taking sufficient medication and Self Measuring of Blood Glucose (SMBG) equipment to 
work to measure one’s blood glucose (BG) concentrations.  
 3c) Always taking food along to the workplace which contains rapidly absorbable carbohydrates (to 
be kept within arm’s reach for immediate use) and/or slowly absorbable carbohydrates, to be 
able to respond to impending and actual hypoglycemia.  
 3d) Taking the time at work to periodically measure and/or adjust BG concentrations. Watching out 
for physical signals that may indicate hypoglycemia or hyperglycemia and measuring BG 
concentrations whenever these signals occur.  
 3e) Making day curves to learn to recognize one’s own physical response pattern in certain 
situations. 
4) Responding to hypoglycemia at work  
 4a) Being attentive to signals which can indicate hypoglycemia.  
 4b) Stopping the activity in hand as soon as possible when noticing warning signs of hypoglycemia, 
particularly while performing high-risk tasks, and inform colleagues who might be able to take 
over the work activities.  
 4c) Measuring one’s BG concentration, adjusting it if necessary and asking colleagues for help when 
appropriate.   
 4d) Adjusting insufficient BG concentrations by using a product containing rapidly absorbable 
carbohydrates  
 4e) If necessary, consuming another product containing slowly absorbable carbohydrates after 15 to 
20 minutes to maintain the restored glucose concentration.  
 4f) Measuring the BG concentration again after about 30 minutes to find out if it has been restored. 
 4g) Resuming activity when the BG concentration has recovered and the employee feels well again 
(aiming for BG concentrations between 5 and 9 mmol/l).  
5) Responding to hyperglycemia at work  
 Responding effectively to hyperglycemia (BG concentrations ≥ 10 mmol/l) at work involves measuring 
one’s BG concentrations when noticing signs. Drink extra water to reduce thirst and to prevent 
dehydration.  
6)  People with type 2 diabetes who have no SMBG equipment  
 In the Netherlands, people with type 2 diabetes who are exclusively treated with oral antidiabetic 
medication (which may have hypoglycemia as a side effect) frequently have no SMBG equipment. 
This can be dangerous because of the risk of hypoglycemia, especially when high-risk tasks have to be 
carried out at work. The following SDR behaviors are useful for these people.  
 6a) Consuming meals and snacks on time. 
 6b) When signals of hypoglycemia occur, it is useful to consume a small extra amount of 
carbohydrates before performing a high-risk task  
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 6c) When signals of hypoglycemia occur, using a glucose meter will help find the cause.  
7) Reduced hypo-awareness  
 People with reduced hypoglycemia-awareness may fail to notice physical warning signals for an 
impending hypoglycemia. The following SDR behaviors are intended to reduce the risk of 
hypoglycemia at work for people with reduced hypoglycemia-awareness.  
 7a) Carrying out extra BG measurements every day, but always before performing high-risk tasks.  
 7b) Consulting one’s care provider and trying to find out together what causes the reduced 
hypoglycemia-awareness.  
 7c) Explore possibilities to attend a “hypoglycemia-awareness training” to learn how to recognize 
the signals of hypoglycemia again.  
 7d) Considering, in consultation with one’s care provider, if using an insulin pump would be a good 
option.  
 7e) Considering, in consultation with one’s care provider, whether using a continuous blood glucose 
sensor would be a suitable option.  
8) Fluctuating blood glucose concentrations  
 Fluctuating blood glucose concentrations may impede effective functioning at work. The following 
SDR behaviors are intended to be used to restore fluctuating blood glucose concentrations.  
 8a) Consulting one’s care provider about adjustments of meal times and/or medication and/or 
physical activities in order to adapt to irregular working hours. 
 8b) Performing extra daily blood glucose concentration measurements during and after shift work, 
to be able to respond effectively to hypoglycemia or hyperglycemia.  
 8c) Making a day curve before consulting one’s care provider (see also SDR behavior 3e).   
 8d) Constructing an appropriate treatment scheme in consultation with one’s care provider to 
achieve a well-balanced diabetes regulation as soon as possible. Giving permission to the 
company doctor to discuss with one’s own care provider how effective diabetes control can be 
achieved in the workplace.  
 8e) Trying to achieve a well-balanced diabetes regulation and to detect and respond to 
hypoglycemia more effectively, by considering, in consultation with one’s care provider, if using 
an insulin pump and/or a continuous blood glucose sensor would a suitable option (see also SDR 
behaviors 7d and 7e). 
9)  Informing and instructing others 
 The following SDR behaviors could help keep up the employee’s own health as well as good 
relationships with colleagues and managers at work. 
 9a) Informing one’s immediate colleagues and managers about having diabetes and explaining the 
monitoring and regulation procedures for diabetes.   
 9b) Giving brief instructions to immediate colleagues and/or managers about how and when they 
can offer help in specific situations (emergencies) at work. 
10) Work adjustments   
 Work adjustments may also be necessary to continue to function well at work. 
 10a) When employees experience problems at work due to their diabetes they should consult the 
company doctor and or occupational health nurse and ask for support.  
 10b) Employees may be helped to function effectively in the workplace by means of work 
adjustments.  
 10c) When diabetes-related problems arise due to irregular working hours, it is important for 
employees to discuss this with their care provider(s) first.  
 10d) Obtaining information about “diabetes and work” from experiential experts of the diabetes 
association can also be useful. 
 10e) If diabetes-related problems at work persist and there are no possibilities for adjustments to 
working hours, workplace environment, tools and/or tasks, the employee should look for 
another job in time.  
* See Burda et al 19 for the original more extended version of the SDR behaviors 
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Methods 
Study design and population  
To validate the work-related SDR behaviors (Table 6.1) we conducted a survey among 
experiential experts and professional care providers working in the field of diabetes 
and/or employment. We approached all eligible trained experiential experts (n=106) 
who are volunteers or employees of DVN and are active in supporting peers (Table 
6.2). The participants had to meet the following criteria to be eligible: having diabetes 
while being employed, performing or having performed paid work, and not having 
been out of employment for five years or more. Since experiential experts with diabe-
tes who have a high-risk profession are rare within DVN, we contacted employees of a 
large Dutch chemical company (Sabic/Chemelot) who had diabetes and a high-risk 
profession (n=5) (Table 6.2). These people were selected by their company doctors 
from the list of employees with diabetes whom they knew to be functioning well at 
work despite their chronic disease. High-risk professions are defined as jobs involving a 
significant risk of harm to employees or other persons,20 such as process operators in 
chemical industry, bus drivers, taxi drivers and truck drivers. Table 6.2 shows that the 
response rate of the experiential experts we approached was 69% (n=77).  
We also selected a panel of professional care providers from various parts of the Neth-
erlands (n=30), whose names were put forward by the professional association Dutch 
Diabetes Federation (Diabetes Federatie) and were working actively in the field of dia-
betes and/or work (doctors, specialized diabetes nurses, dieticians, and voca-
tional/reintegration experts). Table 6.2 shows that the response rate of the profes-
sionals we approached was 70% (n=21).  
Ethical approval for this study was obtained from the Medical Ethics Committee (MEC) 
of Maastricht University in the Netherlands.  
 
Table 6.2 Response table of study participation 
Approached experiential experts n=111 
Dutch Diabetes Association (DVN): n=106 
Dutch Chemical company Sabic/Chemelot: n=5 
Response rate of experiential experts n=77 (69%) 
Dutch Diabetes Association (DVN): n=72 
Dutch Chemical company Sabic/Chemelot: n=5 
Approached professional care providers n=30 
Doctors (n=12) 
Specialized diabetes nurses (n=8) 
Dieticians (N=5) 
Reintegration/vocational experts (n=5) 
Response rate of professional care providers n=21 (70%) 
Doctors (n=9) 
Specialized diabetes nurses (n=6) 
Dieticians (n=1) 
Reintegration/vocational experts (n=5) 
 
Data collection 
We constructed a web-based/email questionnaire to measure to what extent the par-
ticipants’ agreed with each of the SDR behaviors identified in our previous study (Table 
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6.1). The questionnaire focused on the following aspects: (1) clarity of the wording, (2) 
correctness of the content, (3) relevance to people with diabetes, and (4) feasibility of 
the behaviors in daily life. The participants were asked to rate each behavior on these 
aspects on a 3-point Likert scale (agree, neutral, disagree). Participants were requested 
to add relevant personal comments for each SDR behavior.  
Data analysis 
Percentages of ‘agree’ and ‘disagree’ scores were calculated separately for experiential 
experts and professional care providers (Table 6.3). The ‘neutral’ scores given by par-
ticipants are not listed in Table 6.3 but can be computed for each row as follows: 100% 
minus percentage ‘Ag’ minus percentage ‘Dis’ = percentage ‘Neutral’. We considered 
the behaviors to be validated by one of the two groups if the median ‘agree’ score 
within this group, was higher than 50% for each of the above-mentioned four aspects. 
Due to the limited number of professional care providers, differences in the assess-
ment of each behavior between experiential experts and professional care providers 
were evaluated using Fisher’s exact test.21 To account for multiple testing, the cut-off 
value for statistical significance was set at 0.01. Data were analyzed using SPSS soft-
ware (version 18.0; SPSS Inc, Chicago, IL). Personal comments of the experiential ex-
perts and professional care providers pertaining to each SDR behavior were listed (Ta-
ble 6.4).  
Results 
Extent of agreement 
Table 6.3 shows that most of the experiential experts (median 86%) and most of the 
professional care providers (median 76%) agreed with the majority of the 45 proposed 
SDR behaviors regarding the aspects of (1) ‘clarity of wording’, (2) ‘correctness of the 
content’, and (3) ‘relevance’, although the experiential experts were more favorable 
about the behaviors than the professional care providers. Table 6.3 also shows that 
both groups of respondents regarded the fourth aspect ‘feasibility for people with 
diabetes’ as somewhat problematic for many behaviors. The professional care provid-
ers were more critical in this respect, with median agreement scores of 52%, versus 
65% for the experiential experts. With regard to 8 of the 45 behaviors (Table 6.3), 
there was a statistically significant difference in the assessment between the experien-
tial experts and the professional care providers for at least one of the above-
mentioned four aspects.  
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Comments by participants on the SDR behaviors 
The comments by the experiential experts and professional care providers on the pro-
posed SDR behaviors primarily concerned the ‘feasibility’ of most behaviors (Table 
6.4). According to the comments by both groups, the feasibility of the behaviors re-
garding applying for and keeping a job is affected by several types of factors. Firstly, 
these include personal factors, like the motivation to acquire the appropriate knowl-
edge and skills (e.g. being assertive) to manage diabetes at work effectively, and finan-
cial resources allowing someone to change their job and/or to acquire appropriate 
SMBG equipment to effectively manage the diabetes. The second category includes 
disease-related factors, such as problems managing one’s diabetes. Thirdly, there are 
job-related factors, like the type of job and/or profession of the employee, the work-
load and the possibilities for appropriate self-management at the workplace. The 
fourth category consists of environmental factors, like the support of colleagues, man-
agers, the company doctor and/or occupational health nurse, and the quality of the 
communication with professional care providers and/or experiential experts. Accord-
ing to the experiential experts and professional care providers, the more favorable the 
conditions regarding all these factors can be made, the more likely it is that the SDR 
behaviors will be feasible in practice.  
Discussion 
In this study, the SDR behaviors regarding employment identified in our earlier study19 
were validated by a group of experiential experts and a group of professional care 
providers working in the field of diabetes and/or employment. The SDR behaviors were 
confirmed by the professional care providers to be clearly worded, correct and rele-
vant, and even more so by the experiential experts. The feasibility of these behaviors 
in daily life was viewed as somewhat problematic, which was underlined by the addi-
tional comments provided by both groups. The aspects they mentioned as potentially 
having a negative effect on the feasibility of some SDR behaviors included personal, 
disease-related, job-related and environmental factors.  
It is interesting that the eight SDR behaviors for which there was a significant differ-
ence in the assessment by the two groups regarding at least one of the four aspects of 
clarity of wording, correctness of content, relevance and feasibility were mainly medi-
cal/technical behaviors. These SDR behaviors are based on the assumption that the 
people with diabetes have acquired the basic medical knowledge and skills required 
for effective self-management. Professional care providers are more ‘disease-
centered’, i.e. focusing on manipulating the disease in terms of regulating blood glu-
cose concentrations. They could be more skeptical than experiential experts about 
people’s ability to perform self-management behaviors effectively, as they are con-
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fronted with all kinds of people with diabetes in their daily work, including highly moti-
vated as well as unmotivated ones, and more people who are not members of the 
Dutch diabetes association (DVN). This might explain why they were less positive than 
experiential experts on this issue. Experiential experts are more ‘illness-centered’, i.e. 
focusing on living with the disease in everyday life. Unlike professional care providers, 
they are mainly familiar with a selected group of people with diabetes, viz. those who 
are members of DVN and are highly motivated to cope with their diabetes in everyday 
life, so they may be more optimistic than professionals.  
The difficulties that professional care providers experience in diabetes care, in terms of 
the suboptimal self-management by people with diabetes, the empowerment required 
and the increasing prevalence of diabetes type 2, increase the need to develop inter-
ventions which can contribute to knowledge about the best way to support people 
with diabetes toward effective self-management. Experiential expertise is a crucial 
stepping stone towards empowerment because it is all about fulfilling roles in every-
day life. But how can this knowledge be transferred into practice? It is important to 
disseminate these SDR behaviors among diabetes associations and professional asso-
ciations to integrate this source of knowledge into practice. These associations can 
provide support to individuals (members/patients), but also to organizations (employ-
ers and labor unions).  
The strength of our study lies in the fact that the SDR behaviors, which were inferred 
from interviews with experiential experts, have now been validated by peers (experi-
ential experts) as well as professional care providers in the field of diabetes and/or 
employment. The SDR behaviors could now be integrated in self management pro-
grammes and in relevant guidelines. In view of our findings we expect favorable results 
of doing so. 
The SDR behaviors that uniquely apply to work are numbers 1 and 10 (Table 1), while 
the other SDR behaviors described, for instance SDR behavior 3, ‘self-monitoring and 
self-regulation’) are also relevant to other settings. At the same time, the other SDR  
behaviors are relevant in achieving and maintaining diabetes control at work, particu-
larly in high-risk jobs.19 The American Association of Diabetes Educators (AADE) has 
defined seven categories of Certified Diabetes Educators' (CDE) Self-Care Behaviors, 
which serve as a framework for patient-centered diabetes self-management, 
education and training and care.22 The SDR behaviors in our study can be classified 
under certain categories of this CDE classification. SDR behaviors 1, 2, 9 and 10 could 
be classified under CDE category 6 (‘Healthy coping’), while SDR behavior 3 would fit 
into category 3 (‘Monitoring’). SDR behaviors 4 to 8 could be classified under category 
5 (‘Problem solving’) and/or category 7 (‘Reducing risks’). Accordingly, the specific SDR 
behaviors in our study could be part of the broader CDE Self-Care behaviors in order to 
support people with diabetes regarding work. Many people with diabetes lack self-
management skills to function well at work23, so taking appropriate measures to 
achieve and maintain diabetes control (in this case at work) is very important. 
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After all, the SDR behaviors fit in well with the frame of reference of people with dia-
betes, which probably makes them easier to understand and presumably easier to 
comply with. Experiential experts reported that these SDR behaviors can be seen as a 
positive contribution to efforts to support people with diabetes in applying for a job 
and participating effectively in paid work.  
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Abstract 
The value of the experiences and expertise (i.e. experiential expertise) of patients with 
a chronic disorder when it comes to supporting patient autonomy has increasingly 
become recognized. Experiential expertise is important in helping people with a 
chronic disease increase their social integration and societal participation. Advances in 
research methodology in this domain could help improve patient-centered care and 
autonomy. More specifically, a need is felt to develop and improve the research meth-
odology with which to identify and harvest experiential expertise and validate the out-
comes, with the aim of promoting the transfer of successful illness-related behaviors 
to other patients and health care professionals. This paper presents an overview of 
important methodological challenges in harvesting and validating experiential exper-
tise. The paper first reflects on the concept of experiential expertise, and then consid-
ers the research methods that have been used, including the sources of sampling, in-
clusion criteria and data saturation. Subsequently, it discusses the validation of the 
findings, involving member checking and researcher triangulation. The paper then 
discusses ways to measure the effectiveness of interventions that can be developed on 
the basis of the research findings, presents recommendations for guideline develop-
ment, addresses potential biases, and how to deal with them. Diabetes mellitus was 
selected as an example of a chronic condition because of its high prevalence, its large 
impact on daily life and the fact that many professional care providers indicate that 
diabetes is harder to treat than other chronic conditions. 
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Introduction 
In contrast with acute disease, when the patient has no experience and plays a passive 
role, patients with a chronic disease should be active partners in the care process, 
applying their knowledge and experience continuously.1 Until 1980, attention for and 
research on people with a chronic disease often focused on adherence and non-
adherence. Barriers that prevented these patients from following prescribed treatment 
were identified as residing in the patients and their social environment, and later also 
in the care providers.2 During the 1990s, attention shifted from adherence and non-
adherence to active involvement of patients in the health care process, as this would 
help them take responsibility for their own health.3-6 New concepts emerged, such as 
patient empowerment, motivational interviewing, self-care and shared care.  
In health care and research, recognition is now increasing of the patient’s perspective 
of the role chronic patients can play in coping with their disease, managing their life 
better and improving their social participation.2,7,8 Utilizing patient experiences and 
expertise (i.e. experiential expertise), in terms of successful illness-related (SIR) behav-
iors could support patients in dealing effectively with their chronic illness in daily life, 
which in turn will promote patient autonomy. After being validated, these SIR behav-
iors (in our case successful diabetes-related (SDR) behaviors) could be integrated into 
self-management programs to help peers improve their social integration and societal 
participation.  
We selected diabetes mellitus (referred to below as diabetes) as an example because 
of its high prevalence, its large impact on daily life, and the fact that many professional 
care providers indicate that diabetes is harder to treat than other chronic conditions. 
2,9-12 Our study of experiential expertise used the ‘model of illness’, an adapted version 
of the model applied by the World Health Organization in the International Classifica-
tion of Functioning, Disability and Health (WHO ICF).13,14 Various aspects of this model 
are important in our study of experiential expertise, viz. participation in social activi-
ties; ability to undertake other activities that are important for the patient; minimiza-
tion of somatic and emotional symptoms; and minimization of family 
stress/distress.13,14 This paper provides an overview of important methodological chal-
lenges we encountered in harvesting and validating experiential expertise. Advances in 
research methodology in this domain will help achieve patient-centered care and 
autonomy. 
Problem definition 
Research in the field of experiential expertise has been sparse and not fully crystal-
lized.15-24 The research methodology required to identify, describe, validate and trans-
C H A P T E R  7  
 112 
fer experiential expertise is challenging.23 In box 1 we present an overview of the 
methodological issues discussed in this article. 
 
Box 1: Methodological overview: harvesting and validating experiential expertise 
(1) Concept and definition of experiential 
expertise 
Ideal type as sensitizing concept  
(2) Harvesting experiential expertise: mixed 
methods 
 Sampling  
- Source: identifying experiential experts 
- Inclusion criteria 
- Data saturation  
(3) Validation of experiential expertise by peers 
and professional care providers 
 Internal validity 
- Researcher triangulation  
- Member checking  
 External validity 
- Patient selection   
- Survey among professionals 
(4) Effectiveness: outcome measures and design 
options 
 Patient- and professional-defined outcomes 
Patient-defined outcomes: daily functioning 
(coping), participation (activities), quality of 
Life; and professional-defined outcomes:  
health status (biomedical), health risks) 
 Research design options 
Randomized or non-randomized controlled 
trials 
(5)  Recommendations and guideline 
development 
 
 Patient  
Successful illness-related (SIR) behaviors 
(in the case of diabetes: successful diabetes- 
related (SDR) behaviors) 
 Professional  
Awareness/promotion of SIR behaviors; and 
guideline development/implementation 
 
1 Concept and definition of experiential expertise 
In the past two decades, the experiential expertise of patients has become more ap-
preciated by professional care providers.15-19 However, having the experience of living 
with a chronic disease does not necessarily imply having experiential expertise. The 
first step toward harvesting experiential expertise is to identify the often implicit spe-
cific knowledge among patients concerning individual experiences of their bodies and 
illnesses, as well as cure and care. The second step is to convert this knowledge  into 
practical insights that enable other patients to cope with their individual illness and 
disability.15-19 The patients’ common body of knowledge exceeds the limits of individ-
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ual experiences and can be tested by peers in the developmental process and adapted 
if necessary. Experiential expertise relates to the disorder as a physical-biological and 
psycho-social entity. It covers ways to fulfill social roles in various life domains like 
family, school/work, social networks, public places, and health care services.18 An es-
sential aspect of experiential expertise is its transmissibility to peers and others. Expe-
riential expertise contributes to the improvement of ways to deal with and/or solve 
restrictions resulting from the disorder and the medical regimen, and their conse-
quences for daily life.  
An important aim of harvesting experiential expertise is to help people with a chronic 
disease increase their social integration and societal participation, and hence achieve 
the quality of life they aspire to.15,17-20 The central issue in this expertise is the success-
ful management of the chronic illness in daily life, by means of so-called successful 
illness related (SIR) behaviors, differentiated for several life domains.  
Ideal type as a sensitizing concept 
Experiential expertise is a concept that we would like to call an ‘ideal type’, based on 
an inductive approach to understand the phenomenon of experiential expertise. The 
concept we have formulated above is a sensitizing concept anchored in the social real-
ity perceived and experienced by persons with a chronic illness who are considered to 
be experiential experts. An ideal type is not a representation or image of reality but a 
measuring device used to comprehend and understand the phenomenon studied. It 
gives the researcher a general sense of reference and guidance in approaching empiri-
cal situations. As such, it functions as a sensitizing concept and does not have to relate 
directly to reality. An ideal type, as introduced by the sociologist Max Weber, is sup-
posed to be a heuristic construction. Karl Popper argued that the most important dif-
ferences between natural and social sciences have to do with the construction of ideal 
types. Ideal types are used as ‘approximations of reality’ whereas definitive concepts 
provide ‘prescriptions of what to see’. Sensitizing concepts merely suggest directions 
that should be explored25,26  
2 Harvesting experiential expertise: mixed methods 
To harvest experiential expertise in our studies, we used mixed methods, viz.: quanti-
tative and qualitative methods. To identify and describe experiential expertise, we 
used a qualitative approach which can be characterized as an inductive method in 
which the researcher looks at a situation by means of observational and/or specific 
interview techniques. Our studies have resulted in the identification and description of 
two comprehensive sets of SDR behaviors to support people with diabetes regarding 
safe driving and paid work, respectively. In both sets of SDR behaviors, managing the 
disease on a physical/biological level (preventing short term complications, like hypo-
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glycemia and long term complications, like retinopathie), and a psycosocial level (ad-
vising and/or informing peers and/or others, like colleagues, friends or professional 
care providers, about the disorder or living with the disorder in every day life regarding 
several life domains) are crucial.19,23 Our studies regarding identifying and describing 
experiential expertise used the Grounded Theory approach, which is a qualitative re-
search method that uses a systematic set of procedures to develop an inductively de-
rived grounded (in reality) theory about a phenomenon.27 To validate the outcomes 
(SDR behaviors) of these studies, we used a quaniative approach (questionnaire) to 
explore to what degree the experiential experts (peers) as well as professional care 
providers in the field of diabetes agreed with the clarity of wording, the correctness of 
the content, the importance for people with diabetes and the feasibility of the SDR 
behaviors.  
Sampling 
The participants of our studies were selected purposively (hence selectively) rather 
than randomly, from the membership files of the Dutch Diabetes Association (Diabe-
tesvereniging Nederland; DVN). We selected people with diabetes who are already 
active as so called experiential experts for DVN, which means that they provide mem-
bers of this association with information and advice about living with diabetes. We 
used this selection method to ensure that a sufficient variety of people with diabetes 
would be included in both the driving- and work-related studies, in terms of type of 
diabetes, age, gender, medication used, professional and private drivers and high-risk 
activities/professions.  
Source: identifying experiential experts  
As mentioned above, experiential experts can be traced among others through patient 
associations. To recruit our intended research populations (experiential experts who 
are active in supporting peers in living with diabetes), we mainly used the trace of pa-
tient associations, in this case DVN. Some categories of experiential experts with dia-
betes proved to be rare among the experiential experts in DVN (like professional driv-
ers), so we used theoretical sampling to recruit the participants that were not available 
at DVN. Theoretical sampling involves among others examining what might be happen-
ing in a given situation and deciding what step to take next, who to speak to next and 
what group to look at next.28 In the case of diabetes and driving, we were unable to 
trace professional drivers with a driver’s license for very large vehicles (e.g. trucks or 
buses) who were active as experiential experts, and hence we could not include them 
in our study. These people are difficult to trace within DVN because they are rather 
rare and generally have a busy working life with national and/or international exten-
sive drives. Hence they are rarely available for work as experiential experts for DVN. In 
the case of diabetes and work, we were unable to trace experiential experts with a 
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high-risk profession within DVN. As an alternative strategy, we traced these people in a 
large Dutch chemical company by contacting company doctors, asking them to recruit 
people with diabetes from their list of employees whom they knew to be functioning 
well at work despite their chronic disease. This approach identified the participants 
with a high-risk profession that we needed. A methodological limitation of our re-
search is that we mainly selected our study population within the Dutch Diabetes As-
sociation DVN. Potential participants who are dealing effectively with the chronic con-
dition in daily life (including working life), who could provide us with additional rele-
vant experiential expertise, are hard to trace as experiential experts within patient 
associations. This as they generally have a busy working life and hence rarely have the 
time to work as experiential experts for DVN.  
Inclusion criteria  
In our research on experiential expertise, we used general inclusion criteria for study 
subjects, viz. having suffered from a (specific) chronic illness or condition for at least 
three years; having been trained and certified as an experiential expert by a specific 
patient association; and working as an experiential expert in supporting peers. More 
specific selection criteria depended on the life-domain that is being explored, such as 
driving, work, relations with health providers, practicing sports, visiting public places or 
negotiating with specific organizations such as health care, life and health insurance 
companies. In our study regarding driving and just to a lesser degree also in our study 
regarding work, we faced the problem of selection that most of the experiential ex-
perts who are active for DVN were older: the mean age of people with type 1 diabetes 
was 56 years. We assume that other sources also can be used to trace experiential 
experts, like requesting specialized diabetes nurses, internists, general practitioners 
and or company doctors, to recruit people from their lists of patients and/or employ-
ees with diabetes who are dealing effectively with the chronic condition in daily life 
(including working life). Important is the development of a valid instrument (e.g. a 
questionnaire) to measure the degree of experiential expertise of people with a 
chronic disorder. This instrument would facilitate the recruitment and selection proce-
dure and enhance the probability to find the appropriate experiential experts among 
patients with diabetes registered with doctors or hospitals.   
Data saturation 
Qualitative analysis is characterized by a process of iterative alteration between data 
collection and data analysis. Unlike in quantitative research, data analysis already 
starts before all data have been collected. The analysis of the data informs the re-
searcher about the progress in terms of conceptualization and whether additional data 
need to be collected. Thus, analysis directs data collection, which would sound peculiar 
to a quantitatively oriented researcher. This iterative process continues until the point 
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of data saturation is reached, where new data merely confirm the emergent concepts 
without actually adding new insights.28-30 In our study on diabetes and driving, we were 
able to trace only a few younger people and no professional drivers with a driver’s 
license for very large vehicles (e.g. trucks and buses), which in turn had its repercus-
sions for data saturation. It meant that the point of data saturation could never be 
reached for these groups, due to the small number of participants.  
3 Validation of experiential expertise by peers and professional care  
The SDR behaviors we had identified needed to be evaluated by other experiential 
experts and professional care providers in the field of diabetes to determine the inter-
nal and external validity of our findings. This is important to justify dissemination and 
implementation of the SDR behaviors we identified. Hence, both sets of SDR behaviors 
were internally validated by peers and externally validated by professional care pro-
viders in the field of diabetes, by means of ‘member checking’ and a validation study 
(survey) respectively. Both of these methods are discussed in more detail below. 
Internal validity 
Researcher triangulation  
Within qualitative research, triangulation is a general term for procedures to enhance 
the internal validity and reliability of the findings. In our studies we made use of re-
searcher triangulation, which means using multiple researchers (N=3) who independ-
ently analyzed the data, and in case of disagreements, discussed the differences to 
reach consensus on the findings and interpretations.28-30 This process improved the 
internal validity and reliability of our findings.  
Member checking  
Member checking is a procedure to enhance the internal validity of the findings. This 
means that feedback is sought from the study subjects regarding the collected data 
(literally transcribed interviews) and the interpretation of the findings.29 In our qualita-
tive research, the interviewees from the studies to identify and describe SDR behaviors 
checked the concordance between their interview and the transcript we had made of 
their interview. To assess the  internal validity, we also used surveys to check the level 
of agreement among peers (experiential experts) regarding the validation of the sets of 
SDR behaviors we had derived from the interviews. Agreement is important on aspects 
such as the communicability of the behaviors, the correctness of the content of the 
behavior descriptions, and their importance and feasibility for people with diabetes. 
The participants of the surveys were asked to rate every proposed SDR behavior on a 
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3-point Likert scale (1: agree, 2: neutral, 3: disagree) for these aspects. They were also 
invited to comment on each proposed SDR behavior.  
External validity 
Patient selection  
In order to identify and harvest experiential expertise for different chronic diseases, it 
is essential to realize that this has to be achieved in the social reality perceived and 
experienced by persons with specific illnesses, who are recognized as experiential ex-
perts in their own patient associations. We are not sure whether all patient associa-
tions, implicitly or explicitly, use the same definition and operationalization of the 
terms ‘experiential expert’ and ‘experiential expertise’. So far, the conceptualization as 
defined for diabetes in Section 1 has proved to be valid for COPD as well.18  
As soon as we arrive at the operational level viz., the SIR behaviors, however, consid-
erable differences can be expected between the different diseases, due to specific 
characteristics of each disease. Self-management of diabetes relates particularly to 
monitoring, interpreting and adjusting blood glucose concentrations and acquiring the 
technical and psycho-social skills to deal effectively with the disorder. In COPD, self-
management relates to coping with dyspnea,18 and the disease-related context in 
other chronic illnesses varies considerably. To enhance the generalizability of our find-
ings, we used theoretical sampling to recruit the appropriate participants for our re-
search. Theoretical sampling involves taking one’s initial analysis of the data and ideas 
about what might be happening in a given situation and deciding what next step to 
take, who next to speak to, what group to next look at and what additional data to 
collect.28-30 Given the above considerations, it is essential to pay attention to the selec-
tion procedure, because of possible differences between patient associations as re-
gards the definition and operationalization of the concepts of experiential expertise 
and experiential expert that they use. This will have consequences for the contents, 
and wording of the appropriate sets of SIR behaviors.  
Survey among professional care providers 
To enhance the external validity of the findings, we also used surveys among profes-
sional care providers regarding their validation of the sets of SDR behaviors we had 
derived from the interviews. We regarded it as essential to assess the agreement 
among peers and professionals regarding proposed SDR behaviors before they are 
implemented. The participants of the surveys were asked to rate every proposed SDR 
behavior on a 3-point Likert scale for the aspects communicability, correctness of the 
content, importance and feasibility for people with diabetes. The professionals were 
also invited to comment on each proposed SDR behavior. The results showed that the 
participants of the validation studies agreed to a considerable degree with the com-
municability, correctness of content, importance and feasibility of these behaviors for 
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people with diabetes.19,23 In case of disagreement among experiential experts and 
professionals regarding the proposed SDR behaviors, a more detailed study is needed 
to come to a clear and flexible formulation and specification of the SDR behaviors with 
tailor-made possibilities.  
4 Effectiveness: outcome measures and design options 
Apart from medical outcome measures (like HbA1c, systolic blood pressure and choles-
terol), there are many other general and illness-specific parameters referring to out-
comes of living with a chronic illness, in this case diabetes. General instruments include 
physical well-being, emotional well-being, quality of life, psycho-social functioning, 
physical activities and satisfaction with daily life. Examples of diabetes-specific instru-
ments include diabetes-specific quality of life, diabetes symptom distress, diabetes 
management self-efficacy scale and diabetes knowledge. 
Patient- and professional-defined outcomes 
Measures of the effectiveness of utilizing experiential expertise refer primarily to vari-
ous life domains, and as a consequence, to performing social roles. This seems in line 
with the World Health Organization’s ICF model of illness, which distinguishes four 
outcomes: participation in social activities, ability to undertake other activities of im-
portance to the person, minimization of somatic/emotional symptoms and minimiza-
tion of (family) stress/distress.13,14 This model refers to daily life, and seems to fit in 
with the frame of reference of patients with chronic illnesses. So far, SDR behaviors 
seem to present an operationalization of the definition ‘experiential expertise’ for 
measurement purposes which underlie practical daily life in the context of the above 
four outcomes. Moreover the SDR behaviors offer links to outcomes as defined by 
professionals, especially in terms of health status, health risks and functional meas-
ures. In the case of shared care, deciding what is considered ‘successful’ needs to be 
done by professionals and patients together. This ensures that both parties feel re-
sponsible for the process in terms of outcomes of care. As proposed by Huber et al.31, 
we define important outcome parameters towards using the concept of health as ‘the 
ability to adapt’ and ‘self-management’ derived from the three domains of health: 
physical, mental and social health. The physical aspect refers to the maintenance of 
physiological homeostasis through changing circumstances. The mental aspect refers 
to the sense of coherence as a factor that contributes to a successful capability to 
cope. The social aspect refers to people’s capacity to manage their life with some de-
gree of independence despite a medical condition, and to the ability to participate in 
social activities and work.31  
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Research design options 
Randomized or non-randomized approaches to the evaluation of experiential expertise  
Regarding the study of the effectiveness of experiential expertise-based interventions, 
only one randomized controlled trial was reported in the literature.32 This concerned 
peer support which was defined as ‘the provision of support from an individual with 
experiential knowledge based on sharing similar life experiences’. According to Smith 
et al.32, there was limited evidence for the effectiveness of the peer support interven-
tion. However, regarding the internal and external validity this trial was doubtful. 
What, then, is the best way to test the effectiveness of the SIR/SDR behaviors identi-
fied in our studies after they have been translated into recommendations to be used in 
guidelines? The most ideal option is using the classic randomized trial design, in which, 
after having obtained informed consent, implementing the guideline is randomly as-
signed to individual subjects. However, it should be considered that in effectiveness 
studies on guidelines, randomized trials in which informed consent is obtained from all 
participants before randomization may not be appropriate. The reason is that giving 
the required information to the compared groups about the experiential expertise 
intervention, in this case information about the SDR behaviors regarding driving and 
work, can often not be blinded to the participants, which could lead to contamination 
and therefore serious protocol violations.34 In such situations, designs using preran-
domization – which implies that the randomization takes place before informed con-
sent is sought – could be an acceptable alternative to avoid this contamination prob-
lem, provided that this is approved by the ethical review board. Opting for non-
randomization leads to the threat of incomparability of groups and the risk of selection 
bias. However, given cohorts of subjects using and not using a certain guideline, and 
when it can be reasonably assumed that these groups are comparable and that impor-
tant group differences and potential cofounders are measured and can be corrected 
for, a prospective observational study can be considered. Deciding upon this issue is 
depending also on whether randomized alternatives are possible or not, In this con-
text, another relevant question is what the outcome measures could be when the SDR 
behaviors are used? In the case of diabetes and driving, it could be ‘traffic safety’ and 
in the case of diabetes and work, the intended outcome could be increased autonomy 
or number of days with sick leave. How can these be measured? This would require 
very large studies and the question is whether this would be feasible in a randomized 
trial approach, and if not, what should be the design requirements for the appropriate 
observational alternatives? Further methodological development and experience will 
be needed on this issue. 
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5 Recommendations and guideline development 
Patient  
In the analysis of our interviews, the concept of ‘successful diabetes-related (SDR) be-
haviors’ emerged as one specific type of ‘successful illness-related’ (SIR) behaviors 
regarding the life domains of driving and work. The concept of experiential expertise 
helped us to continue our qualitative approach in exploring SIR behaviors, or in the 
case of diabetes SDR behaviors. We found that the general picture of experiential ex-
pertise in diabetes care could be specified in more detailed empirical/operational 
terms regarding life domains like ‘driving’ and ‘work’. 
Professional 
It is important that professional care providers become aware of the existence of vali-
dated sets of SIR behaviors, in this case SDR behaviors, to support people with diabe-
tes in driving safely23 and in applying for and participating in paid work.19 The fact that 
these behaviors are closely geared toward the reference framework of people with 
diabetes probably makes them easier to understand and comply with, which is an es-
sential precondition for effective self-management by people living with a chronic 
disease. For the purpose of guideline development, these SDR behaviors could be 
translated into recommendations regarding the life domains of driving and work, 
which could then be tested in experiments on self-management programs to support 
people with diabetes in these two life domains. If they prove to be effective, these 
recommendations could be implemented and promoted in health care practice by 
appending them to existing guidelines on diabetes.  
6 Discussion 
The process of identifying, describing and validating experiential expertise to support 
the autonomy of people with a chronic illness in daily life requires the use of mixed 
methods. The qualitative paradigm seeks to illuminate the reality perceived by others 
through the process of describing experiences of people. It makes clear that there are 
multiple realities and different interpretations of that reality, whereas quantitative 
research relies on objective measurements and analyses. We contend that both ap-
proaches are complementary, and necessary to the further process of finding and ex-
ploring experiential expertise. The ultimate goal is to develop validated instruments to 
measure experiential expertise and to expand this research to other chronic diseases. 
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The research agenda 
Unfamiliarity with the concept of experiential expertise results in it being given lower 
priority when it comes to innovating the treatment of chronic diseases. To overcome 
this, we suggest involving patient associations in setting a research agenda that is not 
based only on the medical point of view, but also on the daily life point of view, in-
spired by experiential expertise. This process might start by identifying and harvesting 
such expertise in several life domains. The results in terms of SIR behaviors can then be 
used for interventions with outcomes in terms of fulfilling social roles (social participa-
tion) and other outcome variables. It might be worthwhile to come to a research, and, 
possibly later a health care partnership with different patient associations in order to 
identify specific SIR behaviors, based on different diseases. The next step would then 
be to involve the various professional organizations in research to validate the SIR be-
haviors and other outcomes. This will contribute to shared care programs in which 
experiential experts can be involved as program advisors, and later possibly as consult-
ants and peer advisors.    
The knowledge transfer agenda 
There are three pathways for the dissemination and transfer of knowledge based on 
experiential expertise: (1) from experiential experts to peers, (2) from experiential 
experts to professionals, and (3) from professionals to patients. These three pathways 
have to be followed at the same time to bridge the gap between the world of patients’ 
daily lives and the medical world. Randomized and non-randomized intervention stud-
ies to evaluate self-management approaches using patient- and professional-defined 
outcomes will show whether and how experiential expertise can contribute to continu-
ity of care and to patients gaining or regaining social integration and societal participa-
tion. In order to reach the majority of patients, knowledge about SIR behaviors should 
not only be disseminated by experiential experts but also transferred to and dissemi-
nated by professional health care providers. We have shown that qualitative studies 
make it possible to distill experience-based expertise and identify SIR behaviors (in our 
studies SDR behaviors) that both experiential experts and professional care providers 
consider to be valid and feasible. Hence, SIR behaviors developed by experiential ex-
perts should be transferred to health care providers. They in turn can transfer this 
knowledge to patients to empower them to develop personalized SIR behaviors. 
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Introduction 
In this thesis, based on the conceptual analyses of experiential expertise, the main 
findings of our studies on identifying, describing and validating ‘experiential expertise’ 
to support people with diabetes in coping effectively with their disorder in daily life, 
are reported. In this chapter, guided by our research questions formulated below, we 
summarize these findings.  
Research questions: 
1. How can experiential expertise be defined?  
2. What successful diabetes-related (SDR) behaviors, to promote safe driving and 
applying for and participating effectively in paid work, are reported by experien-
tiall experts with diabetes mellitus who are treated with antidiabetic medicines 
with hypoglycemia as a side-effect? 
3. To what extent do peers (i.e. experiential experts) and professional care providers 
in the field of diabetes and/or driving and/or work agree with the reported SDR 
behaviors regarding driving and work? 
4. What are important methodological challenges for future research in this field? 
Main findings 
In this section the research questions will addressed, giving a summary of the main 
findings from the different chapters for each research question.  
1. How can experiential expertise be defined?  
Experiential expertise refers to the whole of transferrable knowledge, competence and 
skills of people with a chronic disorder (in our case diabetes mellitus), which consists of 
the lived experiences regarding patients’ bodies and illnesses with reference to cure 
and care and to social participation. Experiential expertise relates to several life do-
mains, especially in terms of restrictions experienced, spread across several life do-
mains, like family / community life, mobility, paid work and social networks. The core 
domain of experiential expertise is self-management, involving self-monitoring and 
self-regulation, guided by cognitive, emotional and perceptive orientations. This impli-
cates managing the chronic disease as a physical-biological and a psychosocial entity in 
the context of distinguishable life domains. An experiential expert is fully aware of the 
core domain and the interactions within it, as well as the relation between the core 
domain and the other life domains. An experiential expert manages the disease effec-
tively on a physical/biological level (preventing short term complications, like hypogly-
cemia and long term complications, like retinopathie), and a psychosocial level (advis-
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ing and/or informing peers and/or others, like colleagues, friends or professional care 
providers, about the disorder or living with the disorder in every day life regarding 
several life domains). Based on their own perspective and that of others, an experien-
tial expert can successfully deal with and/or solve possible restrictions associated with 
the disorder and its consequences for everyday life; take control (or remain in control) 
of living with the disorder; and achieve social integration, social participation and 
maximized quality of life. 
2. What successful diabetes-related (SDR) behaviors, to promote safe driving and 
applying for and participating effectively in paid work, are reported by 
experiential experts with diabetes mellitus who are treated with antidiabetic 
medicines with hypoglycemia as a side-effect? 
Based on the conceptual analyses of experiential expertise,1 we identified successful 
diabetes-related (SDR) behaviors regarding two life domains viz.: mobility, i.e. ‘diabe-
tes and driving’ and ‘paid  work’. Our research started by identifying and describing 
‘experiential expertise’ in terms of SDR behaviors regarding ‘diabetes and driving’, 
using a mixed methods study (chapter 3).2 We began by conducting semi-structured in-
depth interviews with 33 experiential experts with diabetes mellitus from the Dutch 
Diabetes Association (DVN), in order to identify and describe SDR behaviors regarding 
safe driving. This resulted in a comprehensive set of eleven SDR behaviors, subdivided 
into seven general and four specific behaviors to support safe driving. These SDR be-
haviors are presented in box 1. Key factors for safe driving proved to be the ability of 
drivers to anticipate and respond effectively to hypoglycemia while driving and to in-
form and instruct fellow passengers. 
 
Box 1 Successful diabetes-related (SDR) behaviors to support safe driving 
General behaviors 
   (1) Acquiring knowledge and information 
   (2) Acquiring and using Self-Measuring of Blood Glucose (SMBG) equipment 
   (3) Knowing one’s physical response pattern 
   (4) Obtaining knowledge about the medication used 
   (5) Preventing long-term eye complications 
   (6) Influencing factors that can affect blood glucose 
   (7) Renewal procedure for driver’s license.  
Specific behaviors 
   (1) Measures to be taken before driving 
   (2) Responding effectively to hypoglycemia while driving 
   (3) Informing and instructing passengers 
   (4) Preventing hypoglycemia in drivers with type 2 diabetes mellitus not using SMBG equipment  
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The next part of our research project involved identifying and describing ‘experiential 
expertise’ in terms of SDR behaviors regarding the life domain of ‘diabetes and work’. 
Data were collected by means of in-depth interviews with 47 experiential experts with 
diabetes (chapter 5).4 This study yielded a comprehensive set of ten SDR behaviors 
relating to the topics presented in box 2. 
 
Box 2 Topics of successful diabetes-related (SDR) behaviors regarding work 
(1) Job applications 
(2) Obtaining knowledge and information  
(3) Self-monitoring and self-regulation  
(4) Responding to hypoglycemia at work  
(5) Responding to hyperglycemia at work  
(6) People with type 2 diabetes who have no SMBG equipment  
(7) Reduced hypoglycemia awareness  
(8) Fluctuating blood glucose concentrations 
(9) Informing and instructing others 
(10) Work adjustments   
 
The findings show that the most important factors were the ability to anticipate prob-
lems in job applications, effective self-management activities to prevent and/or re-
spond to hypoglycemia and hyperglycemia at work, informing relevant others in the 
workplace, and successfully negotiating with employers about adjustments to working 
conditions. 
 
3. To what extent do peers (i.e. experiential experts) and professional care 
providers in the field of diabetes and/or driving and/or work agree with the 
reported SDR behaviors regarding driving and work? 
For the study ‘diabetes and driving’ we then performed a validation study by means of 
a survey among a panel of 98 experiential experts (peers) from DVN, to determine the 
extent to which they considered the proposed behaviors for drivers with diabetes mel-
litus to be communicable, important and feasible. Participants of the validation survey 
agreed to a considerable degree with the communicability, importance and feasibility 
of these behaviors to support safe driving for people with diabetes mellitus. 
The next step involved determining to what extent professional care providers agreed 
with of the proposed SDR behaviors regarding ‘diabetes and driving’ as regards two 
aspects, namely the ‘correctness of the content’ and the ‘importance for drivers with 
diabetes’. This was done by means of  a panel study among 21 professional care pro-
viders (chapter 4).3 The findings show that most professionals agreed with most of the 
proposed SDR behaviors as regards these two aspects (82% and 84% respectively). 
There were three (out of 27) proposed behaviors with which <70% of the respondents 
agreed, namely: (1) awareness of the ‘after-effect of alcohol intake’; (2) ‘checking 
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blood glucose before the journey’ and; (3) behavior to prevent hypoglycemia for driv-
ers with type 2 diabetes not using SMBG equipment, by consuming ‘some carbohy-
drates before every drive if the last meal was consumed at least two hours before the 
ride.’  
 
To validate the findings of the SDR behaviors regarding the validation study ‘Diabetes 
and work’, the SDR behaviors were critically appraised in terms of several key charac-
teristics in a survey among 77 experiential experts and 21 professional care providers 
(chapter 6).5 The survey findings show that experiential experts (median scores 91, 86 
and 86%) and professionals (median scores 76, 76 and 81%) largely agreed with these 
behaviors in terms of clarity, content and relevance, respectively. Feasibility was seen 
as somewhat problematic, with median scores by experiential experts and profession-
als of 65% and 52%, respectively. Both groups confirmed the validity of the proposed 
work-related behaviors that were expected to support people with diabetes. Based on 
the conceptual analyses of experiential expertise, we identified successful diabetes-
related (SDR) behaviors regarding two life domains, namely mobility, i.e. ‘driving’ and 
‘paid  work’, and then demonstrated that the set of SDR behaviors we had formulated 
were endorsed to a considerable degree by peers and professional care providers in 
the field of diabetes and/or driving and/or work  
4. What are important methodological challenges for future research in this field? 
Research in the field of experiential expertise has been sparse and not fully crystallized 
or established.4,6-10 There is a need for further developing and improving methodology 
to identify and harvest experiential expertise and to validate the outcomes. An impor-
tant challenge for further research will be to trace experiential experts outside the 
patient associations (in this case DVN). This requires a valid instrument to measure the 
degree of experiential expertise, which is not available yet. In order to identify and 
harvest experiential expertise for different chronic diseases, it is essential to realize 
that this has to be achieved in the social reality perceived and experienced by persons 
with specific illnesses, who are recognized as experiential experts in their own patient 
associations. However, we are not sure whether all patient associations use the same 
definition and operationalization of the terms ‘experiential expert’ and ‘experiential 
expertise’. Given the above considerations, it is essential to carefully design the selec-
tion and recruitment procedure, because of possible differences between patient as-
sociations as regards the definition and operationalization of experiential expertise and 
experiential expert that they use. Another key challenge for further research is to 
evaluate the effectiveness of implementing experiential expertise-based guidelines to 
support persons with diabetes, taking important outcomes as to daily functioning and 
risk reduction into consideration.  
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Methodological considerations 
Our studies to identify and describe experiential expertise used the Grounded Theory 
approach, which is a qualitative research method that uses a systematic set of proce-
dures to develop an inductively derived grounded (in reality) theory about a phe-
nomenon.11-13 For this research project we required experiential experts, who can be 
found in patient associations, in this case the Dutch Diabetes Association (Diabetes-
vereniging Nederland; DVN). The problem was that some categories of experiential 
experts – e.g. professional drivers with a driver’s license to drive large vehicles, like 
trucks or buses, and people with high-risk professions – are difficult to trace within 
DVN because they generally have a busy working life and hence rarely have the time to 
work as experiential experts for DVN. The methodological dilemma we therefore faced 
was that potential participants who are dealing effectively with the chronic condition 
as regards driving and daily working life and who could therefore provide us with rele-
vant experiential expertise, are hard to find as experiential experts within patient asso-
ciations. We faced some problems with selection of participants (in that older than 
younger people participated in our research project), as we could mainly recruit expe-
riential experts from DVN. Tracing experiential experts outside DVN would have re-
quired a valid instrument to measure the degree of experiential expertise, which was 
not available. However, the findings of our studies (SDR behaviors) showed a clear 
pattern for the group of people who were participating in our research. Therefore, we 
assume that the identified SDR behaviors certainly will have added value for people 
with diabetes. 
To increase the internal validity and reliability of our studies, we made use of re-
searcher triangulation and member checking .11 Member checking is a procedure in 
which feedback is sought from the study subjects. Research triangulation means using 
multiple researchers (n=3 in our study) who independently analyzed the data, and in 
case of disagreements, discussed the differences to reach consensus on the findings 
and interpretations.11-13 In evaluating our research, it is useful to consider its methodo-
logical strengths and limitations.  
The strength of the studies in this thesis lies in the fact that this is the first research in 
this field to objectify experiential expertise. The findings are based on reports about 
successfully tried and intersubjectively tested experiences regarding driving and work 
with diabetes. Patients are known to possess valuable personal information that clini-
cians cannot necessarily provide,8 and offer knowledge and skills to other patients that 
differ significantly from the expertise offered by professional health care providers.9,14 
We assume that both kinds of knowledge (medical and experiential knowledge) are 
complementary.9 The validation studies in this thesis illustrate the support of the ma-
jority of the SDR behaviors formulated from the perspective of experiential experts by 
professional care providers. Therefore, both parties should be involved, in order to 
bridge the gap between the professionals’ frame of reference and that of patients. A 
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methodological limitation of our research is that we mainly selected our study popula-
tion within the Dutch Diabetes Association DVN. Potential participants outside DVN 
who are dealing effectively with the chronic condition in daily life (including working 
life), and who could also provide us with relevant information, are not included in our 
research. Furthermore, in this study, validation of our findings (the SDR behaviors), 
was operationalized by evaluating the agreement scores regarding their clarity of 
wording, correctness of the content, importance and feasibility between experiential 
experts and professional care providers. In a situation in which there is no independent 
external gold standard of ‘experiential expertise’, we considered this to be the most 
appropriate approach for external validation of the findings among experiential ex-
perts and professional care providers.   
Conclusions and recommendations for further research 
Our research project first identified a comprehensive set of eleven SDR behaviors that 
support safe driving from the perspective of experiential experts with diabetes. Key 
factors for safe driving proved to be the ability of drivers to prevent hypoglycemia 
while driving by anticipating and responding effectively to impending hypoglycemia 
and to inform and instruct fellow passengers.2 Secondly, we identified a set of ten SDR 
behaviors that can help people with diabetes in applying for and participating effec-
tively in paid work. The most important factors were reported to be the ability to an-
ticipate problems in job applications, effective self-management activities to prevent 
and/or respond to hypoglycemia and hyperglycemia at work, informing relevant others 
in the workplace, and successfully negotiating with employers about adjustments to 
working conditions.4 The SDR behaviors identified in both studies are based on the 
perspective of experiential experts with diabetes who developed and tested these 
behaviors in daily life in terms of driving safely, applying for a job and functioning ef-
fectively in the work environment. Participants of our validation studies (peers and 
professional care providers) endorsed these behaviors to a considerable degree in 
terms of communicability and/or correctness of the content, importance and/or feasi-
bility.3,5  
Regarding the chronic disease diabetes mellitus, the challenge for future research con-
cerns identifying, describing and validating SDR behaviors in other life domains, like 
family / community life, school, social networks, public places and health services. 
Conducting research concerning other chronic diseases, such as chronic heart or lung 
diseases or chronic neurological or functional problems, might help to expand the con-
cept of experiential expertise and extend successful illness-related (SIR) behaviors for 
the involved diseases. Methodological challenges are also concerned with transferring 
experiential expertise to peers and professional care providers, testing the effective-
ness of the interventions (SIR behaviors) and guideline development. Further meth-
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odological challenges concern integration of experiential expertise in self management 
programs to support patient autonomy, social integration and societal participation.  
Recommendations for further research are evaluating the effectiveness of the SDR 
behaviors regarding ‘diabetes and driving’ and ‘diabetes and paid work’. When proved 
to be effective, the SDR behaviors could be implemented in experiential expertise-
based guidelines to support persons with diabetes, taking important outcomes as to 
daily functioning and risk reduction into consideration. In order to give greater public-
ity to the indefinite concept of experiential expertise, we suggest involving patient 
associations in setting a research agenda that is not only based on the medical point of 
view, but also on the daily life point of view, inspired by experiential expertise. This 
process can start by identifying and harvesting such expertise in several life domains, 
like family / community life, school, social networks, public places and health services. 
The results in terms of SIR behaviors can then be used for interventions with outcomes 
in terms of fulfilling social roles (social participation) and other outcome variables. In 
this context the development of appropriate methodology is important, also regarding 
study design options for proper intervention research. It might be worthwhile to come 
to a research and possibly later a health care partnership with different patient asso-
ciations in order to identify specific SIR behaviors, based on different diseases. The 
next step would then be to involve the various professional organizations in research 
to validate the SIR behaviors and other outcomes. This will contribute to shared care 
programs in which experiential experts can be involved as program advisors, and later 
possibly as consultants and peer advisors.    
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This doctoral thesis focuses on identifying, describing and validating the experiential 
expertise of people with a chronic disease (in this case diabetes mellitus) in terms of 
successful diabetes-related (SDR) behaviors. The outcomes can be used to support 
people with diabetes in coping effectively with the disorder in their everyday lives. 
Experiential expertise relates to various life domains, and our research concentrated 
on to two of these domains, viz. ‘mobility (i.e. driving)’ and ‘paid work’. We carried out 
several studies to identify, describe and validate experiential expertise relating to suc-
cessful diabetes-related (SDR) behaviors. Experiential experts reported that SDR beha-
viors thus identified can be regarded as a positive contribution to supporting people 
with diabetes regarding safe driving as well as regarding applying for a job and partici-
pating effectively in paid work. As such, experiential expertise can help people with 
diabetes gain or regain social integration and societal participation.  
 
Chapter 1 discusses the current developments in health care and the growing recogni-
tion of the importance of experiential expertise by the medical community in the 
Netherlands. The organization and content of diabetes care have changed during the 
last three decades, as the focus shifted from acute conditions to chronic diseases. 
Chronic diseases require a different approach to care, and also require better informed 
patients and greater involvement of patients in decisions that affect them. After all, it 
is they who have to deal with the therapy every day. The more care providers are in 
tune with the patients’ frame of reference, the more tailored the treatment can be, 
and this can have favorable consequences for treatment effectiveness. Using the expe-
riential expertise of people with a chronic disease, in this case diabetes mellitus, could 
play an important role in this respect. Against the background of these developments, 
the following research questions were addressed. 
1. How can experiential expertise be defined?  
2. What successful diabetes-related (SDR) behaviors to support safe driving, applying 
for and participating effectively in paid work, are reported by experiential experts 
with diabetes mellitus? 
3. To what extent does a panel of peers (i.e. experiential experts) and professional 
care providers in the field of diabetes and/or driving and/or work support the re-
ported SDR behaviors regarding driving and work? 
4. What are important methodological challenges for future research in this field? 
 
Chapter 2 presents a description of the origin of experiential expertise, provides a 
definition of the concepts of ‘experiential expertise’ and ‘experiential expert’, ad-
dresses the relevant life domains as well as the SDR behaviors as an operationalization 
of experiential expertise, and discusses the methodology that can be used to harvest 
experiential expertise. Experiential expertise was mainly developed in patient associa-
tions (like the Dutch Diabetes Association DVN), in which people with a chronic disease 
support each other to take responsibility for their own everyday lives. Patient associa-
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tions regard experiential expertise as valuable knowledge and skills, which can help to 
promote autonomy in daily life. This will improve the way patients live with their dis-
order, enabling them to fully take part in social life. The term experiential expertise 
refers to the transferrable knowledge, competences and skills possessed by people 
with a chronic disorder (in our case diabetes mellitus), which consists of the lived ex-
periences regarding a patient’s body and illness, with reference to cure and care and to 
social participation. Experiential expertise relates to several life domains, like family / 
community life, mobility (e.g. driving), work (voluntary or paid), school, social net-
works, public places (e.g. city halls, restaurants) and health services (health care or-
ganizations, care providers).  
The core domain of experiential expertise is self-management, involving self-
monitoring and self-regulation, guided by cognitive, emotional and perceptual orienta-
tions. This implies managing the chronic disease as a physical-biological and a psycho-
social entity in the context of specific life domains. Experiential experts are fully aware 
of this core domain and the interactions within it, as well as the relation between the 
core domain and the other life domains. In the study discussed in this chapter, they 
reported being able to manage their disease effectively at a physical/biological level 
(e.g. preventing short-term complications like hypoglycemia), and at a psychosocial 
level (e.g. advising and/or informing peers and/or colleagues about the disorder in 
relation to several life domains). Experiential experts also reported being able to deal 
successfully with and/or solve possible restrictions associated with the disorder and its 
consequences for everyday life, and to take control, or remain in control, of living with 
the disorder. This should help people with the disease achieve social integration and 
social participation and improve their quality of life. In our studies, we operationalized 
the concept of experiential expertise in terms of SDR behaviors. Accordingly, we con-
ducted qualitative as well as quantitative studies to identify, describe and validate SDR 
behaviors relating to the two life domains mentioned above.  
 
Chapter 3 reports on a mixed methods study to identify, describe and validate SDR 
behaviors regarding safe driving. Based on the conceptual analyses of experiential 
expertise, we identified and described SDR behaviors regarding the life domain of 
‘mobility’, in this case ‘driving’, in a qualitative study. This resulted in a comprehensive 
set of eleven SDR behaviors to support safe driving, covering the following topics: (1) 
acquiring knowledge and information; (2) acquiring and using Self-Measuring of Blood 
Glucose (SMBG) equipment; (3) knowing one’s physical response pattern; (4) obtaining 
knowledge about the medication used; (5) preventing long-term eye complications; (6) 
influencing factors that can affect blood glucose;  (7) renewal procedure for driver’s 
license; (8) measures to be taken before driving; (9) responding effectively to hypogly-
cemia while driving; (10) informing and instructing passengers; and (11) preventing 
hypoglycemia in drivers with type 2 diabetes mellitus not using SMBG equipment. Key 
factors for safe driving with diabetes proved to be the ability of drivers to anticipate 
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and respond effectively to hypoglycemia while driving and to inform and instruct fel-
low passengers. To validate the findings, we conducted a survey among a panel of 98 
experiential experts (peers) from DVN in order to determine the extent to which they 
considered the proposed behaviors for drivers with diabetes to be communicable, 
important and feasible. The participants of the validation study agreed to a consider-
able degree with these three aspects.  
 
Chapter 4 discusses a quantitative study among professional care providers in the field 
of diabetes and/or driving, with the aim of validating the SDR behaviors identified in 
the study reported on in Chapter 3. We conducted a survey among a panel of profes-
sional care providers to examine to what extent they agreed with the proposed SDR 
behaviors regarding ‘diabetes and driving’ in terms of two aspects, namely the ‘cor-
rectness of the content’ and the ‘importance for drivers with diabetes’. The findings 
show that most professionals agreed with most of the proposed SDR behaviors as re-
gards these two aspects. There were three proposed behaviors with which fewer than 
70% (our predefined criterion) of the professionals agreed, namely: awareness of the 
‘after-effect of alcohol intake’; ‘checking blood glucose before the journey’; and behav-
ior to prevent hypoglycemia for drivers with type 2 diabetes not using SMBG equip-
ment, by consuming ‘some carbohydrates before every drive if the last meal was con-
sumed at least two hours before the ride.’ We concluded that most of the SDR behav-
iors identified from experiential expertise are supported by the participating profes-
sional care providers. A follow-op study (Delphi study) is recommended, to reach con-
sensus among professional care providers concerning the SDR behaviors that caused 
some disagreement. 
 
Chapter 5 presents a qualitative study aimed at identifying and describing SDR behav-
iors related to the life domain of ‘paid work’. This study yielded a comprehensive set of 
ten SDR behaviors relating to applying for and participating effectively in paid work, 
with reference to the following topics:  (1) job applications; (2) obtaining knowledge 
and information; (3) self-monitoring and self-regulation; (4) responding to hypoglyce-
mia at work; (5) responding to hyperglycemia at work;  (6) people with type 2 diabetes 
who have no SMBG equipment;  (7) reduced hypoglycemia awareness;  (8) fluctuating 
blood glucose concentrations; (9) informing and instructing others and; (10) work ad-
justments. The findings show that the most important factors were the ability to an-
ticipate problems with job applications, effective self-management activities to pre-
vent and/or respond to hypoglycemia and hyperglycemia at work, informing relevant 
others in the workplace, and successfully negotiating with employers about adjust-
ments to working conditions. 
 
Chapter 6 discusses the findings of a quantitative study among experiential experts 
and professional care providers in the field of diabetes and work, with the aim of vali-
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dating the proposed SDR behaviors regarding paid work. In separate questionnaires, 
experiential experts and professional care providers critically appraised the SDR behav-
iors in terms of several key characteristics. The findings show that experiential experts 
and professional care providers largely agreed with these SDR behaviors in terms of 
clarity of wording, correctness of the content and relevance for people with diabetes. 
Although the dimension of ‘feasibility of the behaviors for people with diabetes’ was 
seen as somewhat problematic, both groups confirmed the validity of the proposed 
work-related behaviors that were expected to support people with diabetes. 
 
Chapter 7 reflects on the methodological aspects of the research projects reported in 
this thesis. As research in the field of experiential expertise is sparse and not fully crys-
tallized or established, the research methodology required to identify, describe, vali-
date and transfer experiential expertise is challenging. A combination of qualitative 
and quantitative methods (‘mixed methods’) proved to be useful in our research and 
follow-up studies. Some problems related to the selection of participants recruited 
from the pool of experiential experts at DVN. Many of them were older and not many 
were engaged in high-risk work. It seems that DVN members with diabetes who are 
still working, particularly those who do shift-work, are less likely to be available to 
support peers in their leisure time. This may also be the case in other patient associa-
tions. On the other hand, tracing experiential experts who are not yet registered as 
such with a patient association requires a valid instrument to measure their level of 
experiential expertise. Such an instrument could facilitate the extension of this re-
search into other life domains and diseases. Nonetheless, the findings of our studies 
(the SDR behaviors we identified and validated) showed a clear pattern for the group 
of participants of our research, so we assume that the SDR behaviors that we identi-
fied will certainly offer added value for people with diabetes.  
We made use of researcher triangulation and member checking to enhance the inter-
nal validity and reliability of our studies, and we think that these methods are highly 
valuable. External validation, by means of surveys among professional care providers, 
remains important to achieve more effectively tailored and broadly supported results 
(in terms of SDR behaviors). This can in turn contribute to experiential expertise be-
coming integrated in professional health care and to the design of effect studies. We 
assume that greater familiarity with experiential expertise will help give it higher prior-
ity on the agenda for knowledge transfer and enhance the cooperation between pro-
fessional care providers, experiential experts from patient associations and research-
ers. 
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Chapter 8 
This chapter first presents an overview of the main findings of the studies reported in 
this thesis, guided by the research questions. The chapter then continues by discussing 
methodological challenges for future research, followed by a discussion of ways to 
transfer experiential expertise to peers and professionals, test the effectiveness of the 
interventions (i.e. successful illness-related (SIR) behaviors), develop guidelines, and 
integrate experiential expertise in self-management programs to support patient 
autonomy, social integration and societal participation. The chapter concludes with 
recommendations for further research into the process of identifying, describing and 
validating SDR behaviors in other life domains, like family / community life, school, 
social networks, public places and health services, and the need for effect studies. We 
also recommend research into other chronic diseases, such as chronic heart and lung 
diseases and chronic neurological or functional problems, as it could be useful to initi-
ate research and possibly develop health care partnerships involving various patient 
associations, in order to identify specific SIR behaviors relating to specific diseases. 
Subsequently, it would be advisable to involve the various professional organizations in 
research to validate the SIR behaviors and other outcomes, which will contribute to 
shared care programs in which experiential experts can be involved.    
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Het doel van dit proefschrift is het identificeren, in kaart brengen en valideren van 
ervaringsdeskundigheid van mensen met een chronische aandoening (in dit geval dia-
betes mellitus), in termen van succesvolle diabetes gerelateerde (SDG) gedragingen. 
Met de uitkomsten kunnen  mensen met diabetes ondersteund worden in het effectief 
omgaan met de aandoening in hun dagelijkse leven. Ervaringsdeskundigheid heeft 
betrekking op  onderscheiden levensdomeinen en we hebben onderzoek uitgevoerd 
binnen twee levensdomeinen, te weten: ´mobiliteit´, in dit geval ‘autorijden’, en ‘be-
taalde arbeid’, met als doel ervaringsdeskundigheid in termen van succesvolle diabetes 
gerelateerde (SDG) gedragingen te identificeren, beschrijven en te valideren. Erva-
ringsdeskundigen rapporteren dat deze gedragingen een positieve bijdrage leveren 
aan de ondersteuning van mensen met diabetes bij veilig autorijden, solliciteren naar 
een baan en effectieve deelname aan het arbeidsproces. Hiermee bevordert erva-
ringsdeskundigheid sociale (re)integratie en maatschappelijke participatie van mensen 
met diabetes 
 
In hoofdstuk 1 worden de ontwikkelingen in de gezondheidszorg en de toenemende 
erkenning van het belang van ervaringsdeskundigheid in de geneeskunde in Nederland 
besproken. De organisatie en de inhoud van de (diabetes)zorg zijn de laatste drie de-
cennia veranderd. De nadruk die in het verleden lag op acute aandoeningen ligt nu 
meer op chronische aandoeningen. Chronische aandoeningen vereisen een andere 
zorgbenadering en het vooronderstelt ook beter geïnformeerde patiënten en meer 
betrokkenheid van patiënten bij besluiten die hen aangaan. Zij dienen immers elke dag 
opnieuw de therapie ter hand te nemen. Hoe beter de zorgverleners hun behandeling 
afstemmen op het referentiekader van de patiënt, des te beter de behandeling op 
maat gemaakt kan worden, hetgeen positieve gevolgen kan hebben voor de effectivi-
teit van de behandeling. Ervaringsdeskundigheid van mensen met een chronische aan-
doening, in dit geval diabetes mellitus, zou hierbij een belangrijke rol kunnen spelen.  
Tegen de achtergrond van deze ontwikkelingen hebben we de volgende onderzoeks-
vragen geformuleerd. 
1. Hoe kan ‘ervaringsdeskundigheid’ gedefinieerd worden? 
2. Welke succesvolle diabetesgerelateerde (SDG) gedragingen, ter bevordering van 
veilig autorijden, solliciteren en deelname aan het arbeidsproces, worden gerap-
porteerd door ervaringsdeskundige mensen met diabetes mellitus? 
3. In welke mate worden de gerapporteerde SDR gedragingen inzake autorijden en 
arbeid ondersteund door panels van ervaringsdeskundige lotgenoten en professi-
onele zorgverleners op het gebied van diabetes en/of autorijden en/of arbeid. 
4. Wat zijn belangrijke methodologische uitdagingen voor toekomstig onderzoek op 
dit terrein? 
 
In hoofdstuk 2 komt de herkomst van ervaringsdeskundigheid aan de orde, worden de  
begrippen ‘ervaringsdeskundigheid’ en ‘ervaringsdeskundige’ nader gedefinieerd, ko-
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men de aan ervaringsdeskundigheid gerelateerde levensdomeinen, als ook de succes-
volle diabetes gerelateerde (SDG) gedragingen als operationalisatie van ervaringsdes-
kundigheid aan de orde en wordt de gehanteerde methodologie om ervaringsdeskun-
digheid te oogsten nader toegelicht. Ervaringsdeskundigheid wordt vooral ontwikkeld 
in patiëntenverenigingen (zoals de Diabetesvereniging Nederland: DVN) waar mensen 
met een chronische aandoening in staat worden gesteld om hun eigen verantwoorde-
lijkheid te nemen in het dagelijkse leven. Patiëntenverenigingen beschouwen erva-
ringsdeskundigheid als waardevolle kennis en vaardigheden die kunnen bijdragen aan 
de bevordering van autonomie in het dagelijkse leven. Dit draagt weer bij aan de ver-
betering van de manier waarop patiënten met hun aandoening leven die hen in staat 
stelt volwaardig aan het sociale leven deel te nemen. De term ervaringsdeskundigheid 
verwijst naar het geheel van overdraagbare kennis, competenties en vaardigheden van 
mensen met een chronische aandoening (in dit geval diabetes), die zijn opgebouwd uit 
de doorleefde ervaringen van patiënten met betrekking tot hun fysieke lichaam en 
ziekte, refererend aan behandeling en zorg en sociale participatie. Ervaringsdeskun-
digheid heeft betrekking op verschillende levensdomeinen, te weten: gezin / leefom-
geving, mobiliteit (bijvoorbeeld autorijden), (vrijwilligers) werk / school, sociale net-
werken, openbare plaatsen (bijvoorbeeld gemeentehuizen en restaurants) en gezond-
heidszorg. Het kerndomein van ervarings-deskundigheid is zelfmanagement als samen-
stel van zelfcontrole en zelfregulatie, op geleide van cognitieve, emotionele en ge-
voelsmatige oriëntaties. Dit impliceert het omgaan met de chronische aandoening als 
een lichamelijk-biologische en een psychosociale entiteit op onderscheiden levensdo-
meinen. Ervaringsdeskundigen zijn zich steeds bewust van (de wisselwerking binnen) 
het kerndomein, evenals de relatie tussen het kerndomein en de andere levensdomei-
nen. Zij rapporteerden effectief met de ziekte om te gaan op fysiek/biologisch niveau 
(bijvoorbeeld, het voorkomen van korte termijn complicaties zoals hypoglykemie), en 
psychosociaal niveau (bijvoorbeeld, adviseren en informeren van andere mensen met 
diabetes en/of collega’s over de ziekte met betrekking tot de verschillende levensdo-
meinen). Ervaringsdeskundigen rapporteerden tevens succesvol om te gaan met en/of 
oplossen van eventuele beperkingen van de aandoening en de gevolgen ervan voor het 
dagelijkse leven, en  het heft in eigen handen te nemen en te houden bij het leven met 
de aandoening. Dit zou  positief bijdragen aan de sociale integratie, maatschappelijke 
participatie en de kwaliteit van leven. Het concept ervaringsdeskundigheid is geopera-
tionaliseerd in termen van SDG gedragingen en we hebben zowel kwalitatieve als 
evenals kwantitatieve studies uitgevoerd om SDG gedragingen te identificeren, te be-
schrijven en te valideren met betrekking tot de  twee eerdergenoemde levensdomei-
nen. Ervaringsdeskundigheid wordt verondersteld te kunnen bijdragen aan het over-
bruggen van de kloof tussen het dagelijkse leven van personen met een chronische 
aandoening en de medische adviezen van professionele hulpverleners. 
Hoofdstuk 3 schetst een kwalitatieve studie om SDG gedragingen met betrekking tot 
veilig autorijden te identificeren, te beschrijven en te valideren vanuit het perspectief 
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van ervaringsdeskundigen met diabetes. Op basis van de conceptuele analyse van er-
varingsdeskundigheid zijn SDG gedragingen met betrekking tot het levensdomein 'mo-
biliteit´, in dit geval ´autorijden', geïdentificeerd. Dit heeft geresulteerd in een pakket 
met elf SDG gedragingen om veilig autorijden te ondersteunen die betrekking hebben 
op de volgende onderwerpen: (1) Informatie en kennisverwerving; (2) Aanschaf en 
gebruik van bloedglucose  meetapparatuur; (3) Inzicht hebben in het eigen fysieke 
reactiepatroon; (4) Kennis verwerven over de gebruikte medicatie; (5) Het voorkomen 
van lange termijn complicaties aan de ogen; (6) Factoren die van invloed kunnen zijn 
op de bloedglucose; (7) Verlengingsprocedure van het rijbewijs; (8) Te nemen maatre-
gelen vóór het autorijden; (9) Effectief reageren op hypoglykemie tijdens het autorij-
den; (10) Informeren en instrueren van medepassagiers en; (11) Voorkomen van hypo-
glykemie bij mensen met diabetes type 2 die geen bloedglucose meetapparatuur ge-
bruiken. Sleutelfactoren om met diabetes veilig auto te rijden blijken de bekwaamheid 
van bestuurders te kunnen anticiperen en effectief reageren op hypoglykemie tijdens 
het autorijden en het informeren en instrueren van medepassagiers. Om de resultaten 
te valideren hebben we een enquête gehouden onder een panel van 98 ervaringsdes-
kundigen van DVN teneinde de overdraagbaarheid, het belang en de uitvoerbaarheid 
van de voorgestelde gedragingen te bepalen. De participanten van deze validerings-
studie waren het in aanzienlijke mate eens met deze drie aspecten. 
 
In hoofdstuk 4 wordt een kwantitatieve studie besproken die gehouden is onder pro-
fessionele hulpverleners die werkzaam zijn op het terrein van diabetes en/of autorij-
den. Het doel hiervan was de SDG gedragingen met betrekking tot autorijden te valide-
ren. Er werd een enquête gehouden onder een panel van professionele hulpverleners, 
om te onderzoeken in welke mate zij het eens waren met de voorgestelde gedragingen 
betreffende twee aspecten, namelijk: ´inhoudelijke correctheid´ en ´belang voor men-
sen met diabetes´. De resultaten laten zien dat de meeste professionals het eens zijn 
met het merendeel van de voorgestelde gedragingen. Er waren enkele SDG gedragin-
gen waarbij het gestelde  criterium van 70% niet werd gehaald, namelijk: ´de nawer-
king van geconsumeerde alcohol´, ´controleren van de bloedglucose vóór de autorit´ 
en gedrag om hypoglykemie te voorkomen bij automobilisten met diabetes type 2 die 
geen bloedglucose meetapparatuur gebruiken, door ´geringe koolhydraten te nuttigen 
voor elke rit, wanneer de laatste maaltijd minstens twee uur vóór de rit geconsumeerd 
is´. Geconcludeerd werd dat de meeste op ervaringsdeskundigheid gebaseerde SDG 
gedragingen ondersteund worden  door de participerende professionele hulp-
verleners. 
 
Hoofdstuk 5 schetst een kwalitatieve studie met als doel SDG gedragingen te identifi-
ceren en te beschrijven gerelateerd aan het levensdomein ´betaalde arbeid´. Dit on-
derzoek leverde een pakket van tien SDG gedragingen op met betrekking tot sollicite-
ren en effectieve deelname aan arbeid gerelateerd aan volgende onderwerpen, name-
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lijk: (1) Solliciteren; (2) Verwerven van kennis en informatie; (3) Zelfcontrole en zelfre-
gulatie; (4) Reageren op hypoglykemie op het werk; (5) Reageren op hyperglykemie op 
het werk;  (6) Mensen met diabetes type 2 die geen bloedglucose meetapparatuur 
hebben; (7) Verminderde hypogevoeligheid; (8) Fluctuerende bloedglucosespiegels; (9) 
Informeren en instrueren van anderen en; (10) Werkaanpassingen. Uit de bevindingen 
kwamen als belangrijkste factoren de volgende naar voren, te weten: de bekwaamheid 
om te anticiperen op problemen tijdens sollicitaties, effectieve zelfmanagement activi-
teiten om hypo- en hyperglykemie op het werk te voorkomen en/of erop te reageren, 
het informeren van relevante anderen op de werkplek, en het met succes onderhande-
len met werkgevers over aanpassingen aan de arbeidsomstandigheden. 
 
Hoofdstuk 6 richt zich op de resultaten van een kwantitatieve studie onder ervarings-
deskundigen en professionele hulpverleners op het gebied van diabetes en werk, met 
als doel het valideren van de bevindingen van de SDG gedragingen met betrekking tot 
betaalde arbeid. De SDG gedragingen werden in afzonderlijke enquêtes onder erva-
ringsdeskundigen en professionele hulpverleners kritisch beoordeeld in termen van 
verschillende belangrijke kenmerken. Uit de bevindingen blijkt dat de ervarings-
deskundigen en professionele hulpverleners het grotendeels eens zijn met deze SDG 
gedragingen in termen van ´begrijpelijkheid van de formulering´, ´inhoudelijke correct-
heid´ en ´relevantie voor mensen met diabetes´. De dimensie 'uitvoerbaarheid van de 
gedragingen voor mensen met diabetes´ wordt als enigszins problematisch gezien. 
Beide groepen bevestigden echter de validiteit van de voorgestelde werkgerelateerde 
gedragingen waarvan verwacht wordt dat zij mensen met diabetes ondersteunen.   
 
In hoofdstuk 7 wordt een reflectie gegeven op de methodologische aspecten van de 
onderzoeksprojecten die besproken werden in dit proefschrift. Omdat onderzoek op 
het gebied van ervaringsdeskundigheid schaars is en niet volledig is uitgekristalliseerd 
of bepaald, is de onderzoeksmethodologie om ervaringsdeskundigheid te identificeren, 
te beschrijven, te valideren en over te dragen uitdagend. Kwalitatieve en kwantitatieve 
methoden (´mixed methods´) blijken in ons onderzoek en follow-up onderzoek van 
belang. Er zijn enkele problemen ervaren bij de selectie van deelnemers die gerekru-
teerd zijn vanuit de pool van ervaringsdeskundigen van de DVN. Een groter deel van 
hen is van oudere leeftijd en een kleiner deel verrichtte diabetesriskant werk. Het lijkt 
erop dat de werkende DVN leden met diabetes, vooral mensen die in ploegendienst 
werken, minder mogelijkheden hebben om zich in hun vrije tijd beschikbaar te stellen 
om lotgenoten  te kunnen ondersteunen. Mogelijk is dit ook het geval bij andere pati-
entenverenigingen. Om ervaringsdeskundigen die niet als zodanig geregistreerd zijn te 
kunnen traceren, zou een valide meetinstrument nodig zijn om de mate van ervarings-
deskundigheid te kunnen meten. Dit zou uitbreiding van onderzoek naar andere le-
vensdomeinen en aandoeningen kunnen faciliteren. Daarnaast blijven de door ons 
gebruikte methoden om de interne validiteit te bewaken en te verhogen van groot 
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belang. Wij wijzen in dit verband op ‘onderzoekerstriangulatie’ en ´member checking´. 
Externe validering blijft belangrijk door middel van het uitvoeren van   surveys onder 
professionele hulpverleners om tot een betere afstemming en een breder draagvlak 
van de resultaten (SDG gedragingen) te komen. Dit kan vervolgens weer bijdragen aan 
het inschakelen van ervaringsdeskundigheid in de professionele hulpverlening en het 
opzetten van effectstudies. Naar we mogen aannemen zal een bredere bekendheid 
met ervaringsdeskundigheid bijdragen aan een hogere prioriteit ervan op de agenda 
ten aanzien van kennisoverdracht en meer samenwerking tussen professionele hulp-
verleners, ervaringsdeskundigen vanuit patiëntenverenigingen en onderzoekers. 
 
In hoofdstuk 8 wordt eerst een overzicht gegeven van de voornaamste bevindingen 
van de gerapporteerde studies in dit proefschrift op basis van de geformuleerde on-
derzoeksvragen. Vervolgens komen methodologische uitdagingen voor toekomstig 
onderzoek aan de orde, gevolgd door beschouwingen met betrekking tot het overdra-
gen van ervaringsdeskundigheid aan lotgenoten en professionals, het testen van de 
effectiviteit van de interventies (succesvolle ziektegerelateerde (SZG) gedragingen), 
richtlijnontwikkeling en integratie van ervaringsdeskundigheid in zelfmanagementpro-
gramma’s om de autonomie van de patiënt, de sociale integratie en maatschappelijke 
participatie te ondersteunen. Dit hoofdstuk eindigt met aanbevelingen voor verder 
onderzoek met betrekking tot het identificeren, beschrijving en valideren van SDG 
gedragingen in andere levensdomeinen, zoals gezin / leefomgeving, school, sociale 
netwerken, openbare plaatsen (gemeentehuizen en restaurants) en gezondheidszorg, 
en de behoefte aan effectiviteitsonderzoek. Eveneens wordt aanbevolen onderzoek te 
verrichten betreffende andere chronische ziekten, zoals chronische hart- en longziek-
ten en chronische neurologische of functionele problemen. Dit omdat het zinvol zou 
zijn te komen tot een samen-werkingsverbanden in de gezondheidszorg plus onder-
zoekssamenwerking en eventueel later samenwerking met verschillende patiëntenver-
enigingen, teneinde specifieke SZG gedragingen gebaseerd op onderscheiden chroni-
sche ziekten te identificeren. Vervolgens zou het wenselijk zijn de verschillende be-
roepsorganisaties in het onderzoek te betrekken om de SZG gedragingen en andere 
uitkomsten te valideren, hetgeen zal bijdragen tot ´gedeelde zorg programma's´ waar-
in ervaringsdeskundigen betrokken kunnen worden.  
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Op dit punt aangekomen sta ik aan de vooravond van de verdediging van mijn proef-
schrift en rest mij het schrijven van het dankwoord. De tijd is nu aangebroken om de 
afgelopen jaren als promovendus de revue te laten passeren. Voor mij is dit een bij-
zonder moment, een moment van beschouwing, met een diep gevoel van dankbaar-
heid voor alle ondersteuning die ik mocht ontvangen van velen, waardoor ik deze weg 
heb mogen en kunnen gaan. Het was een leerzame weg die gekenmerkt werd door 
tijden waarbij de zon hoog aan de hemel stond, maar ook door noodweer waarbij de 
ene donderslag volgde op de andere en waar maar geen einde aan leek te komen. 
Echter dank zij de inzet, medeleven en ondersteuning van veel betrokken mensen, heb 
ik deze stormen kunnen doorstaan. Nu het proefschrift klaar is en het einde in zicht wil 
ik, om te voorkomen dat ik iemand vergeet, op deze plaats, alle mensen van harte 
bedanken voor hun bijdragen die zij direct of indirect, bewust of onbewust geleverd 
hebben bij de totstandkoming van deze promotie. Enkele personen wil ik hierbij in het 
bijzonder danken. 
 
Als eerste mijn promotor, André Knottnerus. Het was een hele eer voor mij om door 
jou begeleid te worden gedurende dit promotietraject. Jouw rust en zorgvuldigheid 
hebben mij steeds weer gemotiveerd verder te gaan als het even niet mee zat. Je hebt 
het project meer dan eens weten te redden als het stagneerde en ervoor gezorgd dat 
ik het kon vervolgen en afronden! Het meest bewonderde ik jouw scherpzinnigheid en 
inventiviteit wanneer het ging om het oplossen van lastige vraagstukken. De droge 
humor die je daarbij vaak aan de dag legde vond ik zeer vermakelijk, ik heb er van ge-
noten. Heel hartelijk dank voor jouw betrokkenheid. Het heeft mij steeds weer moed 
gegeven om door te gaan en er toch iets moois van te maken. 
 
Frans van der Horst, mijn copromotor. Aan jou heb ik te danken dat ik dit project 
mocht uitvoeren. Jij hebt me destijds aangenomen om een onderzoeksproject uit te 
voeren dat 17 maanden in beslag zou nemen, maar je was van het begin af aan vastbe-
sloten om dit te laten uitgroeien tot een compleet promotietraject. Dit is je gelukt 
Frans! Jouw volharding als de wind even tegenzat en je niet aflatende enthousiasme 
en inspanningen om de voortgang van het project te ondersteunen, hebben steeds 
weer opnieuw indruk op mij gemaakt. Je geloofde in mijn kunnen en hebt mij de vrij-
heid gegeven om me steeds verder te ontwikkelen. Ook toen ik de grond onder mijn 
voeten dreigde te verliezen en het promotietraject op een lager pitje kwam te staan, 
bleef je erin geloven. Ook heel hartelijk dank voor jouw hulpvaardigheid en de warmte 
waarmee jij ons ondersteund hebt toen Wolfgang ernstig ziek werd. Ook voor jouw is 
deze promotie een bijzondere gebeurtenis. Het gaat over een onderwerp dat je na aan 
het hart ligt en ik ben wellicht de laatste promovendus die je zult begeleiden. Frans, ik 
hoop van harte dat je tevreden bent met het eindresultaat, ik heb er met hart en ziel 
aan gewerkt.  
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Marjan van den Akker, mijn tweede copromotor. Jouw hulp bij het opbouwen en 
schrijven van de artikelen heb ik zeer gewaardeerd, evenals jouw constructieve feed-
back. Ook wanneer tijdens het onderzoek knopen doorgehakt moesten worden en 
consensus moest worden bereikt in de soms heftige discussies, was jouw heldere no-
nonsense aanpak gewoon verademend. Bedankt dat je ook tijdens jouw verplichtingen 
in het buitenland steeds ruimte hebt vrijgemaakt om feedback te geven op mijn artike-
len en steeds bereid bent geweest mee te denken. Waar je ook was en in welke fase 
het onderzoeksproject ook verkeerde, ik kon altijd op je rekenen. Heel hartelijk dank 
voor jouw trouwe begeleiding en support. 
 
Graag noem ik de leden van de beoordelingscommissie die naast hun dagelijkse werk 
ook de benodigde tijd geïnvesteerd hebben in het lezen van mijn proefschrift: prof. dr. 
D. Ruwaard (voorzitter), dr. A. Moser, prof. dr. N. Schaper, prof. dr. J. Broerse en prof. 
dr. G. Rutten. Ik ben hen zeer erkentelijk voor het kritisch lezen van het manuscript, de 
waardevolle suggesties en feedback.  
 
Ook de nog niet genoemde leden van de projectgroep wil ik graag memoreren: Joop Gillis-
sen, Henk van Dam en Ton van Attekum, Silvia Bours, Mark Hanrath, Harry Crebolder, 
Maarten Ploeg, Alexander Stork en Trudy van der Weijden. Allen wil ik hartelijk bedanken. 
Jullie inbreng en suggesties tijdens de verschillende fasen van het onderzoekstraject waren 
zeer waardevol en hebben bijgedragen aan het slagen van het project.  
Een speciaal woord van dank gaat uit naar de projectleden die voortijdig van ons zijn 
heengegaan. Zij hebben in onderscheiden fasen een belangrijke bijdrage geleverd aan 
het onderzoek. Henk van Dam bleek de man met een hart voor de ‘Stem van de Pa-
tient’. Joop Gillissen, destijds directeur van de Diabetesvereniging Nederland (DVN), 
onderkende het grote belang van ervaringsdeskundigheid en was daarbij vanuit zijn 
hart betrokken bij dit project. Ton van Attekum was als onderzoeker en bedrijfsarts bij 
dit project betrokken. Hij heeft ons ook in contact gebracht met bedrijfsartsen van 
SABIC/Chemelot voor de studie naar ervaringsdeskundigheid en arbeid. Ik houd een 
dankbare herinnering aan jullie als persoon, jullie professionele bijdragen aan het wel-
slagen van deze studie en daarmee de realisatie van dit proefschrift. Joop Gillissen 
heeft de projectgroep in oprichting in contact gebracht met Alexander Stork, die des-
tijds als internist/diabetoloog bezig was zijn proefschrift over autorijden en diabetes af 
te ronden. Alexander ik dank je hartelijk voor je toezegging mee te zullen doen én je 
voortdurende bijdrage. Harry Crebolder (voormalige promotor van Henk van Dam) 
dank ik graag voor zijn bereidheid de plaats van Henk te willen innemen, als adviseur 
van het project te willen optreden en medeauteur te willen zijn van een van de artike-
len. Het gezichtspunt van de patiënt met diabetes werd door jou goed bewaakt. 
 
Silvia Bours wil ik bedanken voor haar ondersteuning tijdens het eerste deel van het 
onderzoeksproject (diabetes en autorijden), het is fijn dat je ook mijn paranimf wil zijn. 
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Dank je voor het structureren en verwerken van de verzamelde kwantitatieve data. 
Door jouw gestructureerde en zorgvuldige aanpak wist ik dat dit bij jou in goede han-
den was. Mark Hanrath wil ik bedanken voor het transcriberen van de interviews, het 
was een grote en intensieve klus die je met verve hebt geklaard. Dank voor jouw zorg-
vuldige transcripten, het was prettig om met jou samen te werken.  
 
Ilse Mesters en Paul Lemmens dank ik voor hun bijdrage. Elk van jullie heeft meege-
werkt aan een van de artikelen van dit proefschrift. Ben van Steenkiste dank ik voor 
zijn bereidheid om als ‘buitenstander’ naar een van de artikelen te kijken. Bjorn Win-
kens noem ik graag, omdat hij ons geholpen heeft bij het uitvoeren en interpreteren 
van de statistische analyses en mijn vragen steeds snel en correct beantwoordde. Har-
telijk dank voor jullie goede suggesties en feedback. De inbreng van jullie kennis en 
kunde was verrijkend.   
 
Zonder de medewerking van de deelnemers zouden de studies die in dit proefschrift 
beschreven staan niet mogelijk zijn geweest. Mijn dank gaat uit naar alle ervaringsdes-
kundigen met diabetes die ik mocht interviewen, waar ik thuis mocht komen en mijn 
vragen mocht stellen. Voor het in mij gestelde vertrouwen en het met mij delen van 
jullie interessante, maar soms ook schrijnende ervaringen, waar ik met diep respect 
naar heb geluisterd. Dank aan al deze ‘feniksen’ die het heft in eigen hand hebben 
genomen, en zich nu inzetten om andere mensen met diabetes te helpen om in het 
dagelijkse leven beter met hun aandoening om te kunnen gaan. Mijn dank gaat ook uit 
naar de professioneel deskundigen die zijn aangesloten bij de Diabetes Federatie, de 
Nederlandse Vereniging voor Arbeids- en Bedrijfsgeneeskunde (NVAB), het Centraal 
Bureau rijvaardigheidsbewijzen (CBR) en het Uitkeringsinstituut Werknemers Verzeke-
ringen (UWV). Zij waren bereid de resultaten van de kwalitatieve onderzoeken te eva-
lueren door middel van de valideringsstudies. 
 
De medewerk(st)ers van de Diabetesvereniging Nederland (DVN) en Maarten Ploeg, 
directeur van de DVN. Hartelijk dank voor al jullie inspanningen om alle ervaringsdes-
kundigen uit jullie ledenbestand ertoe aan te zetten deel te nemen aan onze studies. 
Maarten, dank voor je bereidheid de rol van Joop Gillissen over te nemen en je bijdra-
ge aan de artikelen als medeauteur.  
 
Mijn speciale dank gaat ook uit naar het team van bedrijfsartsen dat verbonden is aan 
DSM (SABIC/Chemelot) en ons geholpen heeft de ontbrekende deelnemers (ervarings-
deskundigen met ‘diabetes riskante beroepen’) te traceren. Door jullie medewerking 
heb ik ook het perspectief van de bedrijfsarts beter leren kennen.  
 
Als gevolg van enkele verhuizingen binnen de vakgroep heb ik verschillende kamerge-
noten gehad: Annemieke Fastenau, Jasper Trietsch, Jolien Boesten, Tineke van Geel, en 
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Annerika Slok. Annemieke, Jasper en Jolien, we zaten in hetzelfde schuitje als begin-
nende onderzoekertjes en wisten niet wat er komen ging. We hebben samen enorm 
gelachen om de streken van Jasper en consorten en ons aan elkaar kunnen ‘optrek-
ken’. Tineke en Annerika, jullie hebben een speciaal plekje in het hart van Wolfgang en 
mij veroverd. Mijn dank voor de gezellige uurtjes, maar ook de droevige momenten die 
we samen hebben gedeeld, echt heel bijzonder, we denken er met dankbaarheid aan 
terug. We’ll keep in touch! 
 
Graag wil ik alle collega’s van de vakgroep bedanken voor hun collegialiteit en sympa-
thie. Ine Siegelaer, waar zouden we zijn zonder jou! Hartelijk dank voor al jouw belang-
stelling, begrip en ondersteuning. Marga van der Aa, Jochen Cals, Anneke van Dijk, 
Marije Koelewijn, Sandra Kuiper, Daniel Kotz, Raymond Leclercq, Yvonne van Leeuwen, 
Tanja Maas, Kitty van der Meer, Marion de Mooi, Annemieke Wagemans, Karin Arets, 
Ellen Breevoort, Anneke Germeraad, Susanne Hanssen, Judith Janssen, Kim Luijten, Ria 
Lumeij, Frits Ruijters, Linda Schilder, Berna Schouten, Arja van de Voorde en Anuska 
Weekers, bedankt voor jullie, belangstelling, begrip, de vele knuffels, lieve mailtjes 
en/of kaartjes die jullie hebben gestuurd toen ik het hard nodig had. Graag wil ik Trudy 
van der Weijden en Job Metsemakers speciaal bedanken voor hun extra inspanningen 
om er een mooie promotie van te maken. 
 
Verder wil ik Tiny Wouters bedanken voor het maken van de lay-out van dit proef-
schrift. Je was altijd bereid om aan de teksten te werken, al was dit ’s avonds laat of in 
de weekenden. Hartelijk dank voor al jouw geleverde inspanningen. Jan Klerkx wil ik 
bedanken voor het redigeren en corrigeren van mijn manuscripten. Jan, hartelijk dank 
voor de prettige samenwerking! De complimenten die ik ontvangen heb over de deug-
delijkheid van het Engels, komen jouw geheel toe.  
 
Alle vrienden en familie wil ik bedanken voor hun begrip, belangstelling en support. 
Josje en Lout, jullie vriendschap is weldadig. Bedankt dat jullie er het afgelopen jaar 
voor ons waren, we waarderen dit zeer.  
 
Meine liebe Schwiegermutter Trude Offermanns und Schwiegervater Joseph Offer-
manns, der jetzt drei Jahren nicht mehr unter uns ist. Ich möchte euch sehr herzlich 
danken für eure Herzlichkeit und wärme womit Ihr mich umgeben habt. Nicht immer 
war alles klar womit ich beschäftigt war, aber Ihr ward immer interessiert und habt uns 
immer den Rücken gestärkt. Noch oft denke ich an unsere gemütlichen Familienaben-
den, später scherzend ‘das Offermanns-Parlament’ genannt weil es immer wieder dar-
auf hinauslief politische Entscheidungen unter die Lupe zu nehmen, ich habe es sehr 
genossen. Vielen Dank an den Rest der Familie, vor allem Wolfgangs Geschwister Mar-
lies und seine Brüder Joachim und Heinz-Peter. Die meisten von euch wohnen nicht in 
der direkten Nachbarschaft aber das hat keinen Einfluss auf unsere Verbundenheit. 
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Nadine und Verena, unsere lieben Mädchen, besser gesagt junge Frauen, wir sind sehr 
stolz auf Euch! Ihr macht es prima! Danke das ihr da seid, Ihr seid fest in unseren Her-
zen verankert, wie auch Daniel und Phillipp. Wir sehen uns nicht oft aber wenn, dann 
ist es richtig herzlich.  
 
Mijn zusjes Thera en Yvonne, de tweeling waar ik heel veel van houd. Graag wil ik jullie 
bedanken voor jullie warmte en vertrouwen. We delen een fantastische jeugd en ik zal 
de gezellige familiefeestjes, vooral ons Sinterklaas- en Kerstfeest, en onze spannende 
ondernemingen in ‘ons dorp’ nooit vergeten. Fijn dat jullie er zijn, ik zou jullie nooit 
willen missen, net zo min als Mickey, het enige kleinkind van Omi, inmiddels al een 
grote jongen die bijna gaat studeren. Je doet het echt fantastisch en we zijn heel trots 
op je! Een speciaal woord van dank is voor mijn geliefde moeder. Dank je mam voor 
jouw onvoorwaardelijke liefde, ondersteuning, zorgzaamheid en vertrouwen in mijn 
kunnen. Je hebt mij steeds gestimuleerd in alles wat ik aanpakte. Jouw motto was en is 
nog altijd ´You can!´. Ik heb niet de meest gebruikelijke paden gevolgd om mijn doel te 
bereiken en je was vaak veel te bezorgd, maar toch had je altijd vertrouwen in mij en 
veel belangstelling voor wat ik deed. Je hebt ons geholpen waar het maar mogelijk was 
en bent zover met ons meegegaan als je maar kon. Hartelijk dank voor al je inspannin-
gen, warmte en toewijding, dank je dat je er altijd voor ons was. Jammer dat papa er 
niet meer bij kan zijn, hij is al 24 jaar uit ons midden, maar ik denk dat hij heel trots op 
zijn meisjes en zijn jongens zou zijn.  
 
Mijn slotwoord is voor Wolfgang, mijn geliefde echtgenoot, jij weet vaak beter dan ik 
wat goed voor mij is. Jouw bedenkelijke blik staat helder voor mijn geest als ik denk 
aan de vele avonden en weekenden waarin ik aan mijn proefschrift heb gewerkt. Je 
was altijd zo geduldig, altijd aan mijn zijde, een onwrikbaar vertrouwen in mijn kunnen, 
maar ook vaak bezorgd als ik weer eens de tijd vergat en maar door bleef typen. Je 
hebt steeds voor een heerlijke warme maaltijd gezorgd en kwam me een kopje thee 
brengen als ik weer eens te lang aan het werk was en de tijd weer door mijn vingers 
was geglipt. Wat koester ik deze momenten…. Ondanks de ernstige ziekte die jouw 
vorig jaar heeft getroffen en ons leven flink op zijn grondvesten heeft doen schudden, 
bleef je positief, sprak je mij steeds weer moed in en ondersteunde je me op alle fron-
ten om ons ‘project’ succesvol af te kunnen ronden. Jouw wens was en is dat ik pro-
moveer en ik heb alle zeilen bijgezet om dit doel dichterbij te brengen. Als het niet ons 
gezamenlijke project was en jij het niet zo graag wilde, had ik het nooit kunnen vol-
brengen. Zonder jouw was dit alles nooit gelukt en was het boekje er zeer waarschijn-
lijk nooit gekomen. Je bent en blijft mijn rots in de branding. Aan wie anders dan aan 
jou zou ik dit proefschrift opdragen. Wat jij voor mij betekent is van onschatbare 
waarde en niet in woorden uit te drukken. Met diep respect voor jouw kracht en posi-
tieve uitstraling, dankbaar voor jouw liefde, met de intense hoop op beterschap en -
met de gezellige decembermaand in het vooruitzicht- wil ik er helemaal voor je zijn!!!! 
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Marika Burda werd op 10 januari 1962 in Heerlen 
geboren. Na het behalen van het MAVO diploma in 
1978, heeft zij aansluitend tot 1986 respectievelijk de 
primaire, voortgezette en ondernemersopleiding bij 
de Stichting Vakopleiding in het Kappersbedrijf (SVK) 
gevolgd en de examens met goed gevolg afgelegd. 
Gedurende en na deze opleidingen (van 1978 tot 
1988) is zij in verschillende kapsalons werkzaam 
geweest om zich verder in dit vak te bekwamen, eerst 
als bediende, daarna als vakbekwame kracht en vervolgens als bedrijfsleidster. In 1988 
werd ze zelf eigenaar van een kapsalon en exploiteerde samen met haar toenmalige 
medewerksters een eigen zaak in Hoensbroek. Gedurende deze periode was ze even-
eens actief als gecertificeerd bedrijfsleermeester ten behoeve van het begeleiden van 
stagiaires en ze volgde daarnaast, als lid van de Technische Artistieke Kappersorganisa-
tie Nederland (TAKON), maandelijkse trainingen en cursussen om up to date te blijven 
in dit trendgevoelig beroep. In 1991 heeft ze ‘n eenjarige pedagogisch didactische op-
leiding gevolgd tot docent in het kappersvak bij de Pedagogisch Technische Hoge-
school (PTH) in Heerlen/Sittard en behaalde in 1992 het diploma. Tijdens deze oplei-
ding is het idee ontstaan een heel andere richting op te gaan. 
Gedreven door een niet aflatende interesse in de biologie, psychologie en sociologie 
heeft ze het kappersvak verlaten om zich te wijden aan een studie waarin deze vakge-
bieden vertegenwoordigd waren, met als einddoel af te studeren aan de universiteit. 
Eind 90er jaren is zij gestart met de studie ‘Gezondheidswetenschappen’ en is in 2005 
afgestudeerd in de studierichting ‘Work and Health’ aan de Universiteit Maastricht. De 
afstudeerscriptie betrof een onderzoek naar de kenmerken van reïntegratietrajecten 
en methodiekontwikkeling binnen reïntegratiebedrijven, alsmede het exploreren van 
de relatie tussen theorie en praktijk van arbeidsreïntegratie. Deze scriptie werd mede 
begeleid vanuit het Uitkeringsinstituut Werknemers Verzekeringen (UWV) in Heerlen, 
waar zij haar stageperiode destijds heeft verbracht. Vanaf 2006 is zij werkzaam als 
onderzoeker bij de capaciteitsgroep ‘huisartsgeneeskunde’ van de Faculty of Health 
Medicine and Life Sciences (FHML) aan de Universiteit Maastricht. Hier heeft zij onder-
zoeksprojecten uitgevoerd met als doel ervaringsdeskundigheid te objectiveren in 
termen van succesvolle diabetes-gerelateerde gedragingen, ten behoeve van mensen 
met diabetes op het terrein van autorijden en arbeid. Sinds 2009 is zij als promovendus 
aan deze vakgroep verbonden.  
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